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PEOPLE WITH SPECIAL NEEDS

TUESDAY, JUNE 24, 1997

U.S. SENATE,
SreciaL COMMITTEE ON AGING,
Washington, DC.
The forum met, pursuant to notice, at 9:30 a.m., in the Dirksen
Senate Office Building. Ms. Susan Christensen, Public Policy Fel-
low, presiding.

OPENING STATEMENT OF SENATOR CHARLES GRASSLEY,
CHAIRMAN

Each year, States have enrolled increasing numbers of Medicaid
beneficiaries into mandatory managed care plans. For many of
these beneficiaries, Medicaid managed care provides services that
were otherwise unavailable. Yet many beneficiaries currently en-
rolled in managed care have experienced serious difficulties in
accessing appropriate health care services. As States begin to con-
sider enrolling additional groups of Medicaid beneficiaries into
managed care plans, namely elderly and persons with special
needs, it is essential that we take a close look at the kind of care
that these populations require, and whether managed care is ready
and able to provide these services.

In order to examine the impact of mandated Medicaid managed
care on the elderly and others with special needs, the Aging Com-
mittee planned this series of forums which takes a critical, yet bal-
anced, look at the changes brought about by the use of managed
care in Medicaid programs.

A careful assessment should be made of the structural features
of Medicaid managed care plans that can affect the delivery of care
to persons who are elderly or have special needs. These forums are
an important source of information that I hope will shed light on
the challenges that both beneficiaries and States face as mandated
ananaged care becomes a reality for many people with chronic con-

itions.

It is clear that States will have to resolve difficult issues when
they develop managed care programs that enroll people with chron-
ic conditions. It is especially important that States make informed
decisions when selecting plans to serve vulnerable populations. At
this time there is considerable concern that most managed care
flans are not yet prepared to effectively serve special needs popu-
ations. This does not mean that persons with special needs will
never fare well in managed care. In fact, it is clear that there are
managed care plans that are doing an excellent job. However, it is

oY)



2

also apparent that structuring a plan that serves this population
is very different from creating a plan for the younger, healthier
population that managed care ﬁas traditionally served.

Through these forums the Committee will examine the current
state of the managed care industry. We will learn about both the
successes and the failures and discover where more work needs to
be done. Finally, I hope these forums will provide leadership for
States and advocates to work together to develop managed care
programs which will provide quality care for all populations.

OPENING STATEMENT OF MS. SUSAN CHRISTENSEN

Ms. CHRISTENSEN. I am Susan Christensen, and I am a Fellow
with the Aging Committee, with Senator Grassley’s staff. Also here
we have, with Senator Grassley’s staff Hope Hegstrom, and Ken
Cohen is here from Senator Breaux’s staff on the Committee.

This is the first in a series of four forums on managed care. Indi-
vidually, several Aging Committee staff have been following the re-
search and changes in managed care for some time, but our inter-
est became acute when we conducted a hearing recently on the spe-
cial needs of people with health conditions who were eligible for
Medicare and Medicaid.

There are some significant issues that need to be resolved when
we talk about managed care for people with special needs, and we
have divided these issues roughly into four main themes, which are
the topics of our four forums. We won’t cover all the issues, but we
hope to give you a sense of the amount of work that has been done
and that still needs to be done; and we will have the generous sup-
port }:)f the GAO staff throughout all this, which we appreciate very
much.

Today, we will start with the basics. Our panelists are here to
give you a picture of what we mean when we say a “person with
special needs.” These are citizens who don’t just need more care,
they need care delivered in certain ways for it to be effective. With-
in the category of special needs, there are broad variations.

Some information that you will hear today is very basic, but each
of our panelists is an expert on the health care system as it applies
to the populations that they represent. So I hope you will take the
opportunity to ask them any questions that might come to mind as
you hear them speak. We have some forms that you can use; jot
yogr questions down as you listen, and you can ask them at the
end.

We plan to talk for about an hour, and we’ll have half an hour
after that for questions and interactions. We are making a record
of today, and we’ll make a record of each of our forums which will
be available from the committee later when we finish up.

Future forums will build on this one. The next one is July 8 and
will look at the existing managed care industry and current ap-
proaches to meeting the needs of individuals that we’ll hear about

today.

Ai{er that, on July 15, we will focus specifically on how plans
measure quality for a population that is so statistically small.

On July 22, we'll look at the State of the States to contract for
managed care plans that might be necessary for special needs.
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Again, I want to thank LaVita Westbrook and Meredith
Levenson for their assistance. I appreciate it.

Our panelists today—and I'm not even sure that they have all
met each other; we are being a little less formal than in a hear-
ing—in not any particular order, I will introduce our panelists.

ur first is Al Guida, who is vice president of the National Men-

tal Health Association, where he coordinates education and State-

level advocacy efforts of the organization’s field network encom-

passing 326 affiliates in 43 States. He spent much of the last 10

ealis working on children’s policy issues at the Federal and State
evel.

I am also pleased to introduce Tony Young, who is a policy asso-
ciate in the Governmentai Activities Department of United Cere-
bral Palsy Associations. He is an advisor to several national
projects.

thy McGinley is the assistant director at The Arc, formerly the
Association for Retarded Citizens, of the United States. She coordi-
nates efforts of the Health and Housing Task Forces of the Consor-
tium for Citizens with Disabilities. She helped to develop the CCD
Health Task Forces’s “Principles for Health Care Reform from a
Disability Perspective.”

Nancy Leonard is a care manager at Connecticut Community
Care, an independent care management organization currently
serving over 3,500 older adults statewide in Connecticut. She has
11 years of care management experience with the frail elderly in
the community, and she is here on behalf of the Alzheimer's Asso-
ciation in Connecticut.

Donald Minor comes from Tennessee, where he works as a client
advocate for Caremark. He is a person living with hemophilia who
was diagnosed with HIV in 1985. He has been a health care advo-
cate for more than 10 years and has been a recipient of TennCare
since its inception in 1994. He is here today representing the Na-
tional Association of People with AIDS.

I think we’ll go ahead and let you folks get started. We'll just go
down the table, hear the presentations, and save questions until
the end.

Tony.

STATEMENT OF TONY YOUNG, POLICY ASSOCIATE, UNITED
CEREBRAL PALSY ASSOCIATIONS, WASHINGTON, DC

Mr. YOUNG. Good morning. Thank you for this opportunity to
present Jou with some profiles of individuals with physical disabil-
ities and their need for health care and long-term services. I have
attempted to select profiles of individuals of varying ages, condi-
tions and needs for services. While they do not cover the full gamut
of circumstances and needs, they are nonetheless representative of
many people with disabilities who are facing the uncertain prospect
of receiving their health care and long-term services from managed
care providers.

I have four profiles to share with you this morning, and I will
try to get through as many of them as time will allow.

Our first profile is of a 12-year-old male with severe cerebral
palsy, along with mild cognitive impairment and a seizure disorder.
He is actually here with us this morning, but managed to escape
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through the doors when somebody opened them. Hopefully, he will
be back in a few minutes, and you will be able to see this young
man.

He speaks only with great difficulty and cannot perform activi-
ties of daily living, or ADLs, or instrumental activities of daily liv-
ing, or IADLs, without assistance. ADLs include bathing, dressing,
transferring, eating, and toileting. IADLs cover managing money,
taking medications, doing light ﬁousework, preparing meals, and
moving about outside the home.

This individual uses augmentative communication aids, such as
a Liberator, to communicate with family, friends and others. A Lib-
erator is a device that enables a person with a speech limitation
to communicate by typing words and phrases onto a keyboard and
having the device speak tiose words in a synthetic voice.

He requires personal assistance to perform his ADLs and IADLs.
We define “personal assistance” as one or more individuals or de-
vices that assist a person with a disability to perform activities
that they would otherwise perform for themselves if they did not
have a disability.

He requires assistive technology in the form of a motorized
wheelchair for mobility. He needs developmental and maintenance
physical, occupational, and speech therapy in order to improve his
functional abilities. He depends on prescription medication to con-
trol his seizures.

His family requires respite care services and family support
counseling services and would greatly benefit if there were better,
or in fact an{, continuity of care personnel. Currently, the turnover
rate among his PAS providers is so high it is impossible to main-
tain a uniform quality of service. He needs periodic examinations
by specialists in physical medicine, dentistry, neurology, pediatrics,
orthopedic surgery, and routine health screening who are knowl-
. edgeable of people with disabilities. Service coordination would im-
prove the collective impact of his health care and related services.

Qur second profile is of a 41-year-old woman with spina bifida
and multiple secondary disabilities which have resulted in a double
leg amputation. She also has chronic bladder and kidney problems,
and a rare blood clotting disorder. She has a history of problems
with decubitus ulcers, which are commonly known as pressure
sores. She needs help in performing some instrumental activities of
daily living. She can ambulate using artificial legs, but only with
great difficulty.

This individyual needs the services of several specialists, including
a urologist, a neurologist, an orthopedist, an internist, a hema-
tologist and a gastroenterologist. My word processing software
hated “gastroenterologists.” She also requires periodic urological
lab tests, assistive technology for prosthetics ang a manual wheel-
chair, and routine health screening.

Service coordination is essentia% for this person due to the com-
plex interactions of her disability, spina bifida, and the chronic
health conditions that are not related to her disability but that
greatly impact her health.

A third profile is a 45-year-old male with quadriplegia who has
severely limited wheelchair sitting time as a result of a history of
decubitus ulcers. He has chronic muscle spasticity and urinary
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tract infections. He cannot perform activities of daily living or in-
strumental activities of daily living with out assistance. One kidney
ceased functioning due to a series of UTIs several years ago and
was surgically removed.

This person needs prescription medications to manage spasticity
and the urinary tract infections. This must be supported by ongo-
insnlab tests to identify the urinary tract infection and to monitor
kidney and liver function to detect drug-related side effects such as
liver damage. He needs to be regularly evaluated by a physical
medicine specialist and a urology specialist.

His general health care should be monitored by a psychiatrist or
other physician knowledgeable about the unique impacts of spinal
cord injury upon majer Eodv systems, speciaﬂy the urological sys-
tem. He requires ongoing pilysical therapy to maintain functional
abilities and personal assistance with bot}; ADLs and IADLs. His
assistive technology needs include a powered wheelchair, various
seat cushioning and positioning systems, and arm splints. Routine
health screening and service coordination is required.

Our fourth profile is a 29-year-old woman with cerebral palsy
who walks with a limp but without any mobility assistance. She
has no speech difficulties. She wants to have children when the
time is right. She was recently rejected by a managed care provider
due to her cerebral palsy. As she ages, the effort that it takes for
her to walk will age her joints and tendons more rapidly than nor-
mally. Eventually, she will require some assistive technology with
mobility, such as a scooter, causing a reduction in the amount of
exercise she gets. This will require a modification in her diet, her
physical therapy, and her exercise regime.

This person requires routine health screening and ongoing phys-
ical therapy to maintain her current good health. en she is
ready to have children, she will need obstetric and ecological
services from a specialist knowledgeable about disability. As she
ages, she will require an orthopedist or physical medicine specialist
to assist her in determining which mobility aids he should use to
balance the competing needs for mobility and exercise.

In summary, although it is difficult to draw conclusions from
only four profiles of individuals with disabilities, there are several
overarching themes that can be identified.

The first and most important theme is the need for access to a
variety of specialists, especially those knowledgeable about disabil-
ity. These specialists may or may not be most effective playing the
role of rimar¥ care physician, depending on the unique needs of
each individual. ’

The second theme is the need for home and community-based
long-term services and assistive technology. These essential sup-
ports enable individuals with disabilities to access health care, to
work, to attend school, and to recreate. They are critical for the
prevention of secondary disabilities, because they enable people
with disabilities to avoid behaviors that trigger secondary condi-
tions. The classic example is spinal cord-injured persons who re-
strict drinking fluids because they have no assistance in using the
bathroom, which leads to urinary tract infections.

Prescription medications assist people in managing the myriad
conditions that often accompany disability. They too can prevent or
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delay the onset of secondary disabilities and debilitating conditions
that can transmute into expensive acute care episodes.

Service coordination is needed to afford continuity among the -
many specialists and related service personnel, including long-term
services, assistive technology and social services, that people with
disabilities use. Appropriate application of coordination, as opposed
to case management, of health and related services can both raise
the quality of services delivered and reduce the cost of these serv-
ices.

One often overlooked theme is that most individuals with disabil-
ities are quite healthy. Routine health screenings to maintain this
good health are vital for the prevention of secondary disabilities as
well as the prevention of other common ailments affecting the gen-
eral population.

In my written statement, I have attached a list of important
principles for your consideration when designing managed care pro-
grams intended to serve individuals with disabilities. I want to
thank you for your attention this morning and, after everybody else
Eas spoken, I would be glad to answer any questions you might

ave.

Ms. CHRISTENSEN. Thank you very much.

[The prepared statement of Tony Young follows:]
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BRIEFING FOR CONGRESSIONAL STAFF ON NEEDS OF

PERSONS WITH PHYSICAL DISABILITIES IN MANAGED CARE

Thank you for this opportunity to present you with some profiles of individuals with physical
"disabilities and their need for health care and long-term services. I have attempted to select

profiles of individuals of varying ages, conditions, and needs for services. While they do not cover
the full gamut of circumstances and needs, they are nonetheless representative of many people

with disabilities who are facing the uncertain prospect of receiving their health and long-term’
services from managed care providers. I have four profiles to share with you this morning; we will -
try to get through as many as time will allow.

Profile 1:

Needs:

Profiles of Health Care Needs of Individuals with Physical Disabilities

A 12 year old male with severe Cerebral Palsy, coincident with mild cognitive
impairment and a seizure disorder. He speaks only with great difficulty, and cannot
perform Activities of Daily Living (ADLs) or Instrumental Activities of Daily
Living (IADLs) without assistance: ADLs include bathing, dressing, transferring,
eating, and toileting. IADLs cover managing money, taking medications, doing
light housework, communicating over the telephone, shopping for groceries or
clothes, preparing meals, and moving about outside the home.

This individual uses augmentative communications aides, such as a Liberator, to
communicate with family, friends, and others. A Liberator is a device that enables
a person with a speech limitation to communicate by typing words and phrases
onto a key board and having the device speak those words in a synthetic voice. He
requires personal assistance to perform ADLs and IADLs. Personal assistance is
defined as one or more individuals or devices that assist a person with a disability
to perform activities that they would otherwise perform for themselves if they
didn’t have a disability. He requires assistive technology in the form of a
motorized wheelchair for mobility. He needs developmental and maintenance
physical, occupational, and speech therapy in order to improve his functional
abilities. He depends on prescription medication to control seizures. His family
requires respite care services and family support counseling services, and would
greatly benefit if there were better (or any) continuity of his care personnel;
currently the turnover rate among his PAS providers is so high it is impossible to
maintain a uniform quality of service. He needs periodic examinations by
specialists in physical medicine, dentistry, neurology, pediatrics, orthdpedic

" surgery, and routine health screening who are knowledgeable of disability. Service

coordination would improve the collective impact of his health care and refated
services.

Profile 2 A 41 year old woman with Spina Bifida and multiple secondary disabilities

resulting in double leg amputation. She also has chronic bladder and kidney.

United Cerebral Palsy Associations Page 1 of 9




Needs:

Profile 3:

Needs:

Profile 4:

Needs:

problems; a rare blood disorder; and a clotting disorder. She has a history of
problems with decubitus ulcers, which are commonly known as pressure sores. She
needs help in performing some Instrumental Activities of Daily Living (IADLs).
She can ambulate using artificial legs, but only with great difficulty.

" This individual needs the services of several specialists, including a urologist,

neurologist, orthopedist, internist, hematologist, and a gastroenterologist. She also
requires periodic urological lab tests, assistive technology for prosthetics and a
manual wheelchair, and routine health screening. Service coordination is essential
for this person due to the complex interactions of her disability, Spina Bifida, and
the chronic health conditions that are not related to her disability but that greatly
impact her health. -
This person is a 45 year old male with quadriplegia who has severely limited
wheelchair sitting time as a result of a history of decubitus ulcers. He has chronic
muscle spacisity and urinary tract infections (UTI). He cannot perform Activities

of Daily Living (ADLS) or Instrumental Activities of Daily Living (IADLs) without -
assistance. One kidney ceased functioning due to a series of UTIs several years

ago and was surgically removed.

This person needs prescription medications to manage spacisity and UTI. This
must be supported by ongoing lab tests to identify UTI and to monitor kidney and
liver function to detect drug related side effects such as liver damage. He needs to
be regularly evaluated by a physical medicine specialist and a urology specialist.
His general health care should be monitored by an internist or other physician
knowledgeable about the unique impacts of spinal cord injury upon major body
systems, especially the urological system. He requires ongoing physical therapy to
maintain functional abilities and personal assistance with both ADLs and IADLs.
His assistive technology needs include a powered wheelchair; various seat
cushioning and positioning systems; and arm splints. Routine health screening and
service coordination is required.

This individual is a 29 year old woman with Cerebral Palsy who walks with a limp
but without mobility assistance. She has no speech difficulties. She wants to have
children when the time is right. She was recently rejected by-a managed care
provider due to Cerebral Palsy. As she ages, the effort that it takes for her to walk
will age her joints and tendons more rapidly than normal. Eventually she will
require some assistive technology with mobility, such as a scooter, causing a
reduction in the amount of exercise she gets. This will require a modification in her
diet, her physical therapy, and her exercise regime.

This person requires routine health screening and on-going physical therapy to
maintain her good health. When she is ready to have children, she will need

United Cerebral Palsy Associations Page 2 of 9




10

obstetric and gynecological services from a specialist knowledgeable about
disability. As she ages, she will require an orthopedic or physical medicine
specialist to assist her in determining which mobility aides she should use to
balance the competing needs for mobility and exercise.

Summary Needs:  Although it is difficult to draw general conclusions from only four profiles

of individuals with disabilities, there are several overarching themes that
can be identified from these people.

L The first and most important theme is their need for access to a variety of specialists,
especially those knowledgeable about disability. These specialists may or may not be most
effective playing the role of primary care physician, depending upon the unique needs of
each individual.

= The second theme is the need for home and community-based long-term services and
assistive technology. These essential supports enable individuals with disabilities to ~
access health care, to work, to attend school, and to recreate. They are critical for the
prevention of secondary disabilities, as they enable people with disabilities to avoid
behaviors that trigger secondary conditions. The classic example is spinal cord injured
persons who restrict drinking fluids because they have no assistance in usmg the
bathroom which leads to a urinary tract infection.

= Prescription medications assist people in managing the myriad conditions that often
accompany disability. They too can prevent or delay the onset of secondary disabilities
and debilitating conditions that can transmute into expensive acute care episodes.

L Service coordination is needed to afford continuity among the many specialists and
related service personnel (long-term, assistive technology, and social services).
Appropriate application of coordination, as opposed to case management, of health and
related services can both raise the quality of services delivered and reduce the cost of these
services.

L] One often overlooked theme is that most individuals with disabilities are quite healthy.
’ Routine health screenings to maintain this good health are vital for the prevention of
_secondary disabilities as well as the prevention of other common ailments aﬂ"ectmg the
general population. -

[ have attached a list of important principles for your consideration when designing managed care

programs intended to serve individuals with disabilities. Thank you for the opportunity to share
this information with you. I would be happy to answer any questions you might have.

United Cerebral Palsy Associations Page 3 of 9
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The CCD Health Task Force "Principles for Health Care Reform from a Disability Perspective"
have been used since their development in 1991 to assess the ability of health care reform
measures to meet the needs of people with disabilities. The CCD asserts that any effort to reform
the nation’s health care system must be built on five basic principles: non-discrimination,
comprehensiveness, appropriateness/choice, equity, and efficiency.

This means that:

. both the public and private health care Systems must not discriminate against people with
disabilities;
L] these systems must make a full range of health and health related services and supports

available to people with disabilities in an efficient manner based on their individual needs
and choices and _

. people with disabilities must not be burdened with inequitable and disproportionate costs
which limit their access to services :

Policy makers at both the national and state levels must recognize that there are at least 43 million
people with disabilities in the United States, as well as a large number of others with special health
care needs. This includes individuals of all ages with physical and mental impairments, conditions,
or disorders that are severe, acute, or chronic which limit or impede their ability to function.
“Therefore, reform efforts must take into consideration the needs of people with disabilities.
Currently, the role of managed care occupies center stage in the health care debate. Managed
care is viewed by many as a means to control health care costs while at the same time promoting
good health. However, this is not the view of the disability community. Reports from consumers
with disabilities indicate that access to necessary services is either denied or severely limited by
managed care organizations because of a lack of understanding of the needs of individuals with
disabilities.

Building on its earlier work, the CCD Health Task Force has developed the following managed
care principles to help consumers and advocates evaluate current and emerging managed care

United Cerebral Palsy Associations Page 4 of 9
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managed care system. These principles should be vxewed only as a stamng place by advocates
who are working to ensure that managed care systems meet the varied needs of children and
adults with disabilities and their families.

Issues in managed care concerning long term services and supports
Jor people with disabilities are not expressly addressed in this
document. Other CCD materials address these issues. However, the
| CCD wants to stress that if a managed care entity is responsible for
any long term services and supports, these must be provided in
accordance with best practices and emphasize community-based,
consumer directed services. Long term services must not become
overly medicalized because a health care entity is responsible for
payment. Consumers of long term services must be given choices and
_a full range of quality assurance measures mustbe available based on
individual needs and personal preferences about types, methods,
providers, and sites of services.

Principles For Managed Care For People With Disabilities

The CCD believes that if managed care systems/plans are to meet the needs of people with
disabilities, they must embody the following principles. -

Consumer Participation

Managed care systems/plans must ensure that all key stakeholders, including individuals with

disabilities, family members, support agencies, providers, advocates, and others are enlisted in
designing, implementing, and.- overseemg the operation of both public and private managed care
systems and plans.

Managed care systems/plans must not encourage placement in institutions but, mstead encourage
the provision of services that support people to live as independently as possible and to participate
in the every day life of the community. .

Consumer Choice

Managed care systems/plans must expand, not diminish, opportunities for people with disabilities
and their families to choose services and supports that will improve the quality of their lives. .

Managed care systems/plans must be structured in a manner that decentralizes decision making
and promotes innovation in providing appropriate services and supports to people with

United Cerebral Palsy Associations Page 5 of 9
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disabilities.

Managed care systems/plans must provide enrollees with a choice of plans or offer an affordable
point of service option. However, the availability of a point of service option must not mean that
managed care plans do not have the responsibility to provide appropriate care or pay for an
out-of-network referral if the managed care plan cannot provide a service.

Appropriate Definition of Medical Necessity

For individuals with disabilities, the term "medical necéssity" must be defined in the broadest
manner possible to ensure access to all appropriate services and supports that can enable a person
with a disability to function in the community as independently as possible.

Equitable Financing Mechanisms

Any financing mechanism that may directly or indirectly constrain access to appropriate services
must be prohibited. . -- —

Managed care systems/plans must not include financial incentive procedures that directly or
indirectly restrict access or deny adequate and appropriate services. Systems/plans that contain
incentives for individual providers regarding utilization of services must not link financial

" rewards/penalties with individual treatment decisions.
Managed care systems/plans must have "stop-loss" provisions or limits to risk that are mutually
agreed upon by providers and plan sponsors when provider groups (particularly small groups)
assume financial risk for the cost of specialty care, ancillary services, and/or hospital care.
Additional amounts of provider time or effort required by people with disabilities or chronic
illness must be compensated commensurate with the additional effort required, either as a
component in the capitation agreement or through some mutually agreeable financial arrangement.

Managed care systems/plans must collect utilization data over petiods of time sufficient to identify
pattemns of risk. Risk sharing arrangements across a group of providers must also be based on the
performance of the provider group over periods of time.

" "Consumers Benefit from Cost Savings

Managed-care systems/plans must be designed to ensure that cost savings realized through the
more efficient administration of services are invested primarily in providing services and supports
and reducing waiting lists for eligible beneficiaries.

’

Appropriate Services and Benefits Available

Managed care systems/plans must offer a comprehensive benefits package that meets the needs of

United Cerebral Palsy Associations Page 6 of 9
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people with disabilities and special health care needs. This includes such basic benefits as
prescription drugs, preventive services, rehabilitation services, durable medical equipment,
orthotics and prosthetics, and mental health services

Managed care systems/plans must offer all necessary benefits, services, and supports across
multiple settings, such as home, school, work. There must be no arbitrary limitations on service
settings.

Managed care systems/plans must not include disincentives, financial or otherwise, to the
provision of services in home and community-based settings.

Managed care systems/plans must be structured to ensure continued, appropriate access to health
and health related services.

Services should be provided not only to treat acute and chronic conditions but also to promote
and maintain health and optimum functioning and prevent deterioration and secondary disabilities.

Managed care systems/plans must have specific limits on waiting times for first appointments and
for specialty referrals. To assure geographic accessibility of services, there must also be
established standards for travel times and distances to both primary and specialized services.

Access to Specialty Services

Managed care systems/plans must provide for access to and the effective coordination of
specialized services with other systems/supports on which people with disabilities rely.
Managed care systems/plans must offer people with disabilities and special health care needs the
option of having a specialist-as their "gatekeeper” in the system/plan. This specialist would
provide both necessary specialized services -- at the specialized rate -- and primary care services
-- at the lower primary care reimbursement rate.

Strong Quality Assurance Measures

Managed care systems/plans must comply with the protections offered by Section 504 of the
Rehabilitation Act of 1973, as amended, the Americans with Disabilities Act, and other civil
rights statutes.

Managed care systems/plans must provide participants with clear information on policies,
. procedures, grievance mechanisms, and appeals and must ensure consumer participation in the
establishment of such procedures.

Managed care systems/plans must provide access to independent organizations that provide
ombudsman and rights protection services.

Managed care systems/plans must have in place a mechanism for responding to adverse utilization
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review by including appropriate grievance and appeals mechanisms.

Managed care systems/plans must include mechanisms for avoiding discrimination in the provision
of services. This includes the prohibition of arbitrary limits through reasonable accommodations
in such areas as benefits, location of services, length of treatment, and geographical location.

Managed care systems should be required to provide health care services in accordance with
nationally accepted prevention and treatment protocols, e.g. protocols for prenatal care, well-baby
care, and childhood immunization schedules, or current best-practices.

Managed care systems/plans must communicate to enrollees and prospective enrollees which
services are covered and which are excluded in a consistent format that is clear and easily
understood. Included must be information on co-payments, deductibles, the existence of any
utilization review requirements, as well as any financial incentives that restrict or require the use
of specific providers, facilities, services, or products.

Managed care systems/plans that utilize provider risk sharing-arrangements or other incentives
related to utilization of services must have established mechanisms in place for monitoring quality
of care. . -

Managed care systems must include the dption to disenioll for those participants who are not
receiving adequate and timely services.

Managed care systems/plans must be required to collect and report a uniform set of data that
allows public officials and consumers to evaluate and compare performance, including
longitudinal data to measure outcomes for people with disabilities. Community agencies and
consumers must be involved in design of and ongoing participants in quality assurance systems
which focus on appropriate outcomes for the individual.

Managed care systems must have strict quality assurance provisions that require internal and
external review mechanisms by independent assessors and the results of these reviews should be
available to consumers to assist them in choosing a managed care plan. Individually focused
outcome reviews should be a key component of this process.

‘Consumer Education

In order to avoid marketing abuses by managed care plans, states must be required to prohibit
direct enrollment by plans and instead set up an independent enrollment and counseling process
which permits enroliees -- in the public and private markets -- to explore options in choosing
among plans. All such efforts must be designed to respond in a non- -discriminatory manner to the
varying abilities and needs of people with disabilities.

Managed care systems/plans must disclose in a clear and easily understood manner to enrollees
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and prospective enrollees the plan's policy with regard to withholds, privileges, denials of
payment, and any other mechanism with a utilization/financial incentive link.

Managed care systems/plans must establish a means by which consumers and payers can
accurately evaluate and effectively choose plans on the basis of measured results.

United Cerebral Palsy Associations Page 9 of 9
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Al

STATEMENT OF ALFONSO V. GUIDA, JR., VICE PRESIDENT,
NATIONAL MENTAL HEALTH ASSOCIATION, ALEXANDRIA, VA

Mr. GUIDA. Ladies and gentlemen, good morning.

I do not have a written statement, and I intend to adhere strictly
to the 10 minutes I have been allotted.

I represent the National Mental Health Association. We are a
voluntary health organization that is concerned about raising
awareness, fighting the social stigma that is attached to mental ill-
nesses, and raising awareness about the need for health care, spe-
cifically mental health care, for these individuals.

You folks are confronted with a lot of very serious policy issues
as they relate to Medicaid beneficiaries and the provision of serv-
ices for these individuals within a managed care setting, and I
want to step back a little bit and maybe try to weave some of the
policy issues you are confronted with with some of the day-to-day
realities of the individuals whom we are all concerned about here
at the table.

There are today about 13 million Medicaid beneficiaries in some
sort of managed care plan, in some sort of Medicaid managed care
arrangement. The vast majority of these individuals are low-income
women and kids, former AFDC recipients, primarily—now, I guess,
TANF recipients, or whatever we are calling the former AFD(%u pro-
gram today.

In most cases, States have not, or have moved more slowly in en-
rolling disabled populations into managed care. That is not the
case with people with mental illness, unfortunately. There, the
States have moved with great vigor to enroll people with very se-
vere mental disorders—schizophrenia, manic depression, major
clinical depression, obsessive-compulsive disorder—into various
managed care arrangements. They have also moved with great
vigor to move children with serious emotional disturbances—young-
sters in the foster care system, youngsters in the special education
system, into managed care arrangements to control their costs.

So that more or less, for millions of Americans with severe
mental illness, the vast majority of those individuals depend upon
Medicaid for the provision of both their acute care medical serv-
ices—psychiatric visits, access to prescriptions for psychotropic
drugs—as well as to an array of community-based services that are
necessary to sustain that individual in a community.

So, what are we talking about here? OK. Let’s taie schizophrenia
as an example. Ladies and gentlemen, when you have schizophre-
nia, there is a series of symptoms that relate to the disorder. Now,
schizophrenia is a biologic imbalance in the brain. Individuals with
schizophrenia have a genetic predisposition to it. What occurs in
most cases, particularly in the most severe forms of schizophrenia,
is that the (fi)sease is marked by delusions, hallucinations, disorga-
nized speech, and grossly disorganized or catatonic behavior.

Now, the age of onset for schizophrenia is 18 to 21. In most
cases, as a result, you will probably never hold a job, or you will
never hold a job involving very serious, long-lasting, cognitive
interaction. Your ability to interact with your family, your ability
to hold a job, your abilhity to go to school, are all severely impaired
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by the disorder. In fact, schizophrenia along with the other major
mental illnesses—obsessive-compulsive disorder, often major clini-
cal depression—are recurrent, persistent and chronic illnesses. So
what that means is that you are going to have that for the rest of
your life, and because of its recurrent nature, you will spend a sig-
nificant portion of your time, or at least some portion of your time,
in a psychiatric ficility, either in a State-owned and operated
States hospital or in a private psychiatric facility, because you will
go through recurrent crises depending upon how you respond to the
psychotropic medications—Haldol, for example, Resperdal, or one of
the latest medications—that are given to you to control your symp-
toms.

So you are going to both spend a significant amount of time in
a psychiatric facility, and you are going to need an extensive array
of support when you are not in a 24-hour environment.

Now, put yourself in the position of that individual for just a mo-
ment, OK? You are “Eddie Dibarcolo.” You just stepped out of a
State psychiatric facility in the State of Connecticut, my home
State. You have been diagnosed with a severe mental illness, let’s
say schizophrenia. You are on a major psychotropic drug in order
to control the symptoms of that disorder. You are a severely im-
paired individual in most cases. You may have spent a significant
part of that year in a State psychiatric facility.

What do you need? You need supported housing. Odds are you
are not going to be able to live by yourself. You are going to need
some sort of supervised environment where someone can look after
you and where someone can engage in medication management.
Medication is a very important part of your life.

You need psychiatric rehabilitation. What does that mean? You
need training in how to dress in the morning, how to put your
shoes on, how to cook, how to go to work, how to take a bus to get
to work; and you often need a very extensive array of community-
based services—partial hospitalization, emergency crisis services,
very intensive case management, because you need someone who
in most cases is someone hired by the State, that person is receiv-
ing Medicaid reimbursement through the State, through the case
management option, to facilitate ang to coordinate all of these serv-
ices. You are certainly not going to be gble to do it yourself given
the fact that you have a ver{ severe mental disorder.

OK. The difficulty is as follows—and this is just speaking for my-
self and for the National Mental Health Association. Managed care
is and was developed as an acute care medical service delivery sys-
tem. It was designed essentially for a healthy population, with a
ve’xly heavy preventive focus, to reduce acute care medical services.

he types of service that we have just talked about, all of which
are now financed through Medicaid with the exception of supported
housing, naturally, but all the stuff I just talked about in one way
or another, through some State option or another, is financed
through the Medicaid program, are not acute care in nature. They
are long-term services. Once again, you are going to need this type
of intervention for the rest of your life.

Now, there is some question as to whether managed care can
handle the provision of these types of very intensive services over
an extended period of time to a chronically ill population. In the
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mental health field, States are the insurer and last resort; all of
you now, or probably most of you in the room, are covered by pri-
vate health insurance. If, for whatever reason, you lose your pri-
vate health insurance, often because you have developed a severe
mental illness while you are on private health insurance and you
have blown through tﬁe coverage limits in that policy—the number
of days you are given in a private psychiatric facility, the amount
of outpatient days number about 20 days, you cannot make the
copayments on your insurance policy, you have hit the lifetime ceil-
ing on the policy—if you lose your private health insurance, State
and county Fovemment, assisted by the Medicaid program, will be
responsible for your care. They are the insurer of last resort. Many
of these States and many of these counties are reducing their pub-
lic sector mental health spending, the money of last resort to facili-
tate services to you, into a request for proposals and shifting that
RFP out to bid. The bidders are in many cases private, for-profit,
managed care companies that feel like they can (a) provide you
with the services that you need of the type that I just discussed,
and (b) hopefully, cover administrative expenses and make a profit.

Now, the Finance Committee has responded in a number of dif-
ferent ways in its mark to this development that I just described.
For example, Senator Kerrey sponsored an amendment which was
also sponsored in the House Commerce Committee that prevents
mandatory enrollment of children with special needs in Medicaid
managed care plans. That encompasses kids with cerebral palsy,
spina bifida and autism, including the kids I represent, kids with
serious mental and emotional disturbances. The mark or the bill as
amended bars the enrollment of these kids into mandatory man-
aged care plans. The State would have to seek a special waiver
from the Federal Government to enroll these kids in managed care
arrangements. v

Senator Grassley successfully engineered an amendment that re-
quires the Secretary, with regard to the rest of the disability popu-
lation—and people with special needs who depend upon Medicaid,
the rest of the disability population is very substantial—people
with very severe mental retardation; the folks that Tony just cﬁs-
cussed; kids with developmental disabilities; people with AIDS, and
a variety of individuals with disabilities who are not covered by the
Kerrey Amendment I just discussed.

Senator Grassley engineered a provision that would require the
Secretary to issue special guidelines that would specifically govern
the Secretary’s examination of State plan amendments as the
States file amendments with the Secretary to move these popu-
lations into managed care arrangements.

I see that my time is up, so I will be available for questioning.

Ms. CHRISTENSEN. Thank you.

[The prepared statement of Al Guida follows:]
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AL GUIDA'S TALKING POINTS
FOR
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General Theme: Managed care has a long -- ‘and largely
successful -- track record in providing acute care medical Services
to an essentially healthy énrollment base.' However, as thege plans -
compete to secure public seGtor Medicaid contracts invelving direct
service delivery .to.people- with disabilities .and children. with
complex medical conditions, .a-number of questions emerge:

1.) Do medical necegsity criteria need to be adjusted?

.. Today, Medicaid finances an array.of wservices that are
designed to: (i) sustain and slowly improve the functional capacity
of people with disabilities and’ (ii) assist disabled .children in
attaining and maintaining developmental milestones. ’

Specifically, Médicaid pays for developmental. services like
occpuaticnal therapy, physical therapy and speech language
pathology for children with mental retardation, ‘cerebral palsy,
cystic fibrosis .and autism. : In most cases, these services are
furnished .over @ period of years and produce .relatively slow
improvements in functional capability over time. :

NMHA believes . that public sector medical ‘necess.ity criteria
must be modified so that these ‘long-term care -serxvices will
continue to be provided.. . . Lo

2.) Do case management ‘definitions need to be adjusted?

Public sector and private sector "case management" are two
very different creatures. For example, -in most cases, HMOs provide
aspistance to enrollees 'in navigating their acute care medical
network. . On the other hand, ‘intensive case management® --.
financed through Medicaid at state option -- facilitatés access for
people with disabilities to an array of conmunity services,
rehabilitation programs, .supported housing opporunties, and peer
support groups. : . :

It seems cleér that. these two world views  need to be
reconciled as Medicaid managed care movements forward.

3.) What services will be financed by HMOs that win Medicaid .
contracts? ¢ '
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While many of the community-baged int:ervem:iona in the mental
‘health field are non-medical din nature, they are essential to | - .
pustaining - individuals with severe mental..illnesses _in the
community. ' Paychiatric rehabfliation, financed through the-

. rebabiliation option, ie a prime example. NMHA strongly believes
that managed care firms should develop mechanisms to accredit these °
_interventions -- and mast importantly -- atrengthen the capacity of
'the commu.nity~based syutem by .iavesting in- Juch programa
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Kathy.

STATEMENT OF KATHLEEN H. MCGINLEY, ASSISTANT
DIRECTOR OF GOVERNMENTAL AFFAIRS, THE ARC

Ms. McGINLEY. Good morning. It is a pleasure to be here. I am
Kathleen McGinley, and I am assistant director of governmental af-
fairs for The Arc. The Arc is a national organization on mental re-
tardation, and many of you may know us by one of our previous
names, which was the Association for Retarded Citizens. We have
had a series of names over the last 50 years that reflect the move-
ment in the field of mental retardation.

Before I start to talk, I am going to talk about people with devel-
opmental disabilities and mental retardation, and 1 have brought
a number of handouts. One is the definition of “developmentalugis-
abilities,” and if you %et that—it is a pink handout—it will show
you the broad range of people encompassed in this category. I have
also brought The Arc’s resolution on managed care and long-term
supports, which reflects many of the things that Al said and I
brought the CCD principles on managed care for people with dis-
abilities.

The issue of managed care and people with special needs is an
issue that has been under discussion for a long time in the area
of developmental disabilities and mental retardation. This morning,
I want to take some time to give you some general information
about some of the health and long-term services needs of the
children and adults who fit—and I do not know if “fit” is a good
word—the definition of developmental disabilities, because it is
such a broad group of people. Then I want to talk about some spe-
cific concerns that we have about managed care which we see
sometimes as having goals that are totally the opposite of the stat-
ed %?als of the field of mental retardation.

The first thing I want to do is go through the definition, and if
you do not have a copy of the definition in front of you, let me just
go through a few parts of it and give you some examples of people
with developmental disabilities.

A developmental disability is a severe, chronic disability of a per-
son 5 years of age or older which is attributable to a mental or
physical impairment or combination of mental or physical impair-
ments, manifested before the person reaches the age of 22, likely
to continue indefinitely, resulting in substantial functional limita-
tions in three or more areas of major life activity, reflecting the
person’s need for a combination and sequence of special treatment
or services that are of lifelong or extended duration, individually
planned and coordinated.

Some of the people who fit this definition are people with mental
retardation, cerebral palsy, autism, spina bifida, epilepsy, emo-
tional disturbance, spinal cord injuries before the age of 22, so it
is a very, very broad group of people.

Because it is such a broad group of people, I am going to con-
centrate more on the needs of children and adults with mental re-
tardation because that is really who I advocate for.

Mental retardation is not a disease. It is not something that can
be cured. Not so many years ago, it was believed that there was
something wrong with people with mental retardation, that they
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were sick, or that their disability was a punishment on their par-
ents for doing something bad. It was no wonder, then, that there
was not anyt%\ing available for people in the community, and so
many people with mental retardation in the past ended up in large
institutions, way outside of town. Because of this history, it is no
wonder that discrimination and stigma still abound.

In a lot of ways, times have changed. Most professionals in the
field of mental retardation know that what we must do now is
work to ensure that society and the community offer the person
with mental retardation the opportunity to develop skills be
healthy and independent. The person with the disability, their fam-
ily, friends and the professionals, in the best world would work to-
gether on this goal,

The key component of this new approach is that it is person-cen-
tered, and it focuses on the needs, desires and choices of the indi-
vidual—or a surrogate, if the person’s disability limits his or her
choice-making skills—and we call this self-determination. The con-
trol is in theghands of the individual consumer as much as it pos-
sibly can be, and that is where we say where we are now. But the
specter of the past still haunts us and one of the places where it
is particularly haunting is in the area of health care.

For years, people with mental retardation and related disabilities
have had an extremely difficult time finding doctors, dentists, e-
cologists and other medical professionals to serve them. There have
been many reasons for this—people were locked away so main-
stream doctors did not know them; people were locked away and
medical education ignored their existence; people were often consid-
ered harder to treat because their physical and mental conditions
required doctors and dentists and others to take more time and
more care, and to explain things simply and in detail.

People who are elderly often have these same kinds of needs, but
they are a more well-known population, and—I hate to say it—but
they often have a lot better health insurance than people with
mental retardation.

Now that children with mental retardation are growing up at
home and going to school in the community and living and workin
in the community, they are becoming more known to the medica

rofession. Families have found doctors and dentists and therapists
or their children who finally care about them. Adults have found
dentists and ecologists who care about them and treat them
without fear. The possible loss of this relationship if they are forced
into managed care is one of the major concerns of people with men-
tal retardation and their families.

Many of the needs of these individuals are the antitheses of some
of the manifestations of managed care. They need access to a num-
ber of medical professionals. They need specially trained profes-
sionals or professionals who have developed expertise in workin
with them. They need things explained to them in clear detail and,
as I said earlier, it may taﬁe a long time for a person with mental
retardation or another disability to go to the doctor; it is not a
quick, in-and-out visit.

As I said earlier, mental retardation is not something that can
be cured, and many of the health and health-related needs of peo-
ple with mental retardation do not lead to a cure—they may not
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even lead to an improvement—but they may be critically necessary
to help ensure that that person can continue to live or work in his
or her home community. Some things like speech therapy or phys-
ical therapy, which numerous insurance and managed care plans
limit, may be lifelong needs for certain persons, and may make a
difference between whether that person can have a job, stay in the
community, maintain their friends or, if they lose their skills, their
mobility skills, their communication skills, they may be isolated
and have many more problems.

As to the issue of the maintenance versus a cure, the definition
of “medical necessity,” which is used to guide what health insur-
ance and managed care companies cover, is one of the critical is-
sues to people with developmental and other disabilities. Actually,
the CCD Health Task Force has developed a really broad definition
gf (;nedical necessity which we would be happy to share with any-

ody.

Some of the other major concerns of people with mental retarda-
tion in relation to managed care are marketing and the need for
marketing regulations to ensure that people who have cognitive
limitations, as well as other people, are not taken advantage of; un-
derstandable materials and information—in past years, it has been
very politically correct to print everything in many foreign lan-
guages; we would like to see things printed in plain English. This
would help not just people with cognitive disabilities, but people
who have low literacy skills.

Another critical concern is the lack of control or choice, which
people with mental retardation and their families have fought for
so hard over the years.

The final two points that I want to make are related to consumer
protections and civil rights. The first is the critical role that Fed-
eral oversight currently plays in protecting the lives of children and
adults with mental retardation. The importance of this Federal
oversight role cannot be underestimated. For people with mental
retardation and their families, this is a basic concern. For many
years, States ran larﬁ and dangerous institutions for people with
mental retardation. Most often, they were places where people
spent their whole lives, were dehumanized, not educated or helped
to acquire job skills; they did not have access to decent health serv-
ices—in fact, sometimes we know they were subjected to medical
experimentation—they were abused and at times, deaths occurred
under suspicious circumstances.

When Federal funds were involved in the delivery of these so-
called services, the Federal Government then had oversight rights,
and it was these oversight rights that helped stop these abuses and
also helped to lead to the closure of most of these large and inhu-
mane institutions.

The last point I want to make about a major area of concern in
relation to managed care and people with developmental disabil-
ities is the quality of life issue. If the managed care system is per-
mitted to be for-profit and cost-driven and not individual-driven,
then we are concerned that the tendency will be for lower-cost peo-
ple to be the best patients. In the 1970s, it was discovered that
doctors were withholding treatment from certain infants because
they were disabled. These doctors were making decisions based on
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their definition of quality of life. One particularly gruesome situa-
tion was in a hospital in Oklahoma where it was found that infants
with Down Syndrome were being left to die.

In 1985, the Department of Health and Human Services pub-
lished the Baby Doe regulations, which stated that doctors must
treat all infants with life-threatening conditions unless one of three
conditions is met. _

I bring this issue up today because a recent article in the Journal
of Pediatrics reported that more than 10 years after the Baby Doe
regulations were published and almost 25 years after the original
article on the withholding of treatment by doctors, that withhoﬁ;ing
and non-treatment still goes on, and selective non-treatment of
marginally viable or severely handicapped infants continues to be
a vexing ethical dilemma for neonatologists. It is of concern to us
that a health care system run on the philosophy of cost savinfs
would appear to make these kinds of decisions even more difficult.

In summary, I just want to say that children and adults with
mental retardation and other developmental disabilities have a
wide range of needs, and our major concern is that as major policy
decisions are being made right now, that people consider the needs
of people at the same time they consider the needs of the States.

Thank you.

[The prepared statement of Kathy McGinley follows:]
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MANAGED CARE AND LONG TERM
T h e SUPPORTS AND SERVICES
A / Adopted by the Delegate Body

rc ’ The Arc National Convention
— ] Louisville, Kentucky
November 16, 1996

WHEREAS, 2.8 million Americans with mental retardation and other developmental disabilities
depend upon long term supports live and participate in their community, and

WHEREAS, long term supports are defined as needing assistance in either activities of daily
living (ADEs) or instrumental activities of daily living (IADLSs), and

WHEREAS, the average costs of comniunity based supports per individual are lower than
yearly costs for institutiona! care, and _
WHEREAS, The Arc firmly believes that institutional care is no longer necessary or appropriate
for anyone, regardless of the type or severity of a person’s disabilities and

WHEREAS, nationwide federal and state governments are concerned about the rapidly rising
costs of long term supports, and managed care is being considered in some states as a
methodology to contain the rising costs of long term supports, and

WHEREAS, managed care has only been broadly applied in the areas of primary and acute care
as a possible method of cost containment, and o

WHEREAS, there is very little experience with managed care and people with disabilities, and
most states utilizing managed care have yet to include people with mental retardation and other
developmental disabilities in their systems, and

WHEREAS, data demonstrate that in those few states which have included people with
disabilities in their managed care programs, the involved consumers have-faced major --
difficulties, and

WHEREAS, there has been ample criticism of existing primary and acute care managed care
services and systems, and

WHEREAS, there has been increased public discomfort with managed care due to loss of
choice and consumer control, the inability to access necessary services, and the growing
appearance of excess profits in an industry that generally measures effectiveness based on cost
not quality, therefore
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BE IT RESOLVED that, given the concerns expressed above, The Arc strongly advocates that
states and other entities use extreme caution if and when they explore a managed care approach
to long term supports;

BE IT FURTHER RESOLVED that The Arc in each state be actively involved to determine if
a managed care system for long term supports for people with mental retardation and other
developmental disabilities is an appropriate fiscal strategy in that state;

BE IT FURTHER RESOLVED that if a managed care system for long term supports for

people with mental retardation and other developmental disabilities is deemed appropriate, such

system must:

e be designed to meet the life needs of people with mental retardation and other developmental —
disabilities in an individualized manner, not based on a medical model, and provided by
qualified staff;

* be designed to ensure maximum control by people with mental retardation and other -
developmental disabilities and designed to maximize individual choice to live freely and. .
successfully in the community; : -

* be designed to include and involve all stakeholders, especially consumers, families, and
advocates, in a meaningful way in all stages of the process, including any transition which
would alter the current long term supports system;

¢ be fully funded, independently of primary and acute care funding, and ensure access to long
term supports and services; . - .

e be affordable to the individual, not burdening him/her or family members with inequitable
and disproportionate costs which limits access to supports and services;

 be of high quality and designed to measure success based on quality outcomes, not cost
savings;
* be designed to improve services and supports in conjinction with cost containment measures

without sacrificing the needs of the individual;

* be designed to ensure that cost savings realized are invested primarily in providing long term
supports and services to individuals and in reducing waiting lists for eligible beneficiaries
and not in excess profits or in shifting funds to primary and acute care;

e be independent of, but coordinated with, the primary and acute care system, and free of

conflict of interest, so that individuals receive high quality and appropriate long term
supports and services when needed.

44098 97 -2
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THE CONSORTIUM FOR CITIZENS WITH DISABILITIES HEALTH TASK FORCE
PRINCTPLES FOR MANAGED CARE FOR PEOPLE WITH DISABILITIES

The CCD Health Task Force “Principles for Health Care Reform from a Disability
Perspective” have been used since their development in 1991 to assess the ability of health care
reform measures to mest the needs of people with disabilities. The CCD asserts that any effort to
reform the nation’s health care system must be built on five basic principles: non-discrimination,
comprehensiveness, appropriateness/choice, equity, and efficiency.

This means that:

@ both the public and private health care systems must not discriminate against people with
disabilities;

@ these systems must make a full range of health and health related services and supports available
to people with disabilities in an efficient manner based on their individual needs and choices and

@ people with disabilities must not be burdened with inequitable and disproportionate costs which
limit their access to services

) Policy makers at both the national and state levels must recognize that there are at least 43
million people with disabilities in the United States, as well as a large number of others with special
health care needs. This includes individuals of all ages with physical and mental impairments,
conditions, or disorders that are severe, acute, or chronic which limit or impede their ability to
function.  Therefore, reform efforts must take into consideration the needs of people with
disabilities.

Currently, the role of managed care occupies center stage in the health care debate. Managed
care is viewed by many as a means to control health care costs while at the same time promoting
good health. However, this_is not the view of the disability community. Reports from consumers
with disabilities indicate that access to necessary services is either denied or severely limited by
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managed care organizations because of a lack of understanding of the needs of individuals with
disabilities.

Building on its earlier work, the CCD Health Task Force has developed the following
managed care principles to help consumers and advocates evaluate current and emerging managed
care proposals, practices, standards and guidelines and ensure their appropriate application to people
with disabilities. This is a set of guiding principles. It is not a “cook book” for the perfect managed

- care system. These principles should be viewed only as a starting place by advocates who are
working to ensure that managed care systems meet the varied needs of children and adults with
disabilities and their families.

Issues in managed care concerning long term services and supports for people with disabilities are
not expressly addressed in this document. Other CCD materials address these issues. However, the
|CCD wants to stress that if a managed care entity is responsible for any tong term services and
supports, these must be provided in accordance with best practices and emphasize community-based,
consumer directed services. Long term services must not become overly medicalized because a
health care entity is responsible for payment. Consumers of long term services must be given choices
and a full range of quality assurance measures must be available based on individual needs and
personal preferences about types, methods, providers, and sites of services. .

Principles For Managed Care Fo; People With Disabilities

The CCD believes that if managed .care systems/plans are to meet the needs of people with
disabilities, they must embody the following principles.

Consumer Participation

E Managed care systems/plans must ensure that all key stakeholders, including individuals with
disabilities, family members, support agencies, providers, advocates, and others are enlisted in
designing, implementing, and overseeing the operation of both public and private managed care
systems and plans.

Managed care systems/plans must not encourage placement in institutions but, instead, encourage
the provision of services that support people to live as independently as possible and to
participate in the every day life of the community.

Consumer Choice

@ Managed care systems/plans must expand, not diminish, opportunities for people with disabilities
and their families to choose services and supports that will improve the quality of their lives.
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Managed care systems/plans must be structured in a manner that decentralizes decisionmaking
and promotes innovation in providing appropriate services and supports to people with
disabilities.

Managed care systems/plans must provide enrollees with a choice of plans or offer an affordable

_ point of service option. However, the availability of a point of service option must not mean that

managed care plans do not have the responsibility to provide appropriate care or pay for an out-
of-network referral if the managed care plan cannot provide a service.

Appropriate Definition of Medical Necessity

Equitable Financing Mechanisms

For individuals with disabilities, the term “medical necessity” must be defined in the broadest
manner possibleto ensure access to all appropriate services and supports that can enable a person
with a disability to function in the community as independently as possible. -

Any financing mechanism that may directly or indirectly constrain access to apprdpriaté services -
must be prohibited.

Managed care systems/plans must not include financial incentive procedures that directly or
indirectly restrict access or deny adequate and appropriate services. Systems/plans that contain
incentives for individual providers regarding utilization of services must not link financial
rewards/penalties with individual treatment decisions.

Managed care systems/plans must have “stop-loss™ provisions or limits to risk that are mutually
agreed upon by providers and plan sponsors when provider groups (particularly small groups)
assume financial risk for the cost of specialty care, ancillary services, and/or hospital care.

Additional amounts of provider time or effort required by people with disabilities or chronic
iliness must be compensated commensurate with the additional effort required, either as a
component in the capitation agreement or through some mutually agreeable financial

“arrdngement,

Managed care systems/plans must collect utilization data over periods of time sufficient to
identify patterns of risk. Risk sharing arrangements across a group of providers must also be
based on the performance of the provider group over periods of time.
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Consumers Bencefit from Cost Savings
Managed care systems/plans must be designed to ensure that cost savings realized through the

more efficient administration of services are invested primarily in providing services and supports
and reducing waiting lists for eligible beneficiaries.

- Appropriate Services and Benefits Available

Managed care systems/plans must offer a comprehensive benefits package that meets the needs
of people with disabilities and special health care needs. This includes such basic benefits as
prescription drugs, preventive services, rehabilitation services, durable medical equipment,
orthotics and prosthetics, and mental health services

Managed care systems/plans must offer all necessary benefits, services, and supports across
multiple settings, such as home, school, work. There must be no arbitrary limitations on service
settings.

Managed care systems/plans must not include dxsmcentrves, financial or otherwise, to the
‘provision of services in home and community-based settings.

Managed care systems/pl;.ns must be structured to ensure continued, appropriate access to health
and health related services.

Services should bs provided not only tb treat acute and chronic conditions but also to promote
and maintain health and optimum functioning and prevent deterioration and secondary
disabilities. -

Managed care systems/plans must have specific limits on waiting times for first appointments and
for specialty referrals. To assure geographic accessibility of services, there must also be
established standards for travel times and distances to both primary and specialized services.

Access to Specialty Services

jm .

Managed care systems/plans must provide for access to and the effective coordination of
specialized services with other systems/supports on which people with disabilities rely.

Managed care systems/plans must offer people with disabilities and special health care needs the
option of having a specialist as their “gatekeeper” in the system/plan. This specialist would
provide both necessary specialized services - at the specialized rate — and primary care services -
at the lower primary care reimbursement rate.
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Strong Quality Assurance Measures

1]

of care.

Managed care systems/plans must comply with the protections offered by Section 504 of the
Rehabilitation Act of 1973, as amended, the Americans with Disabilities Act, and other civil
rights statutes.

Managed care systems/plans must provide participants with clear information on policies,
procedures, grievance mechanisms, and appeals and must ensure consumer participation in the
establishment of such procedures. -

Managed care systems/plans must provide access to independent organizations that provide
ombudsman and rights protection services. _
Managed care systems/plans must have in place a mechanism for responding to adverse
utilization review by including appropriate grievance and appeals mechanisms. .

Managed care systems/plans must include mechanisms for avoiding discrimination in the
provision of services. This includes the prohibition of arbitrary limits through reasonable
accommodations in such areas as benefits, location of services, length of treatment, and
geographical location. ' .

Managed care systems/plans should be required to provide health care services in accordance
with nationally accepted prevention and treatment protocols, e.g. protocols for prenatal care,
well-baby care, and childhood immunization schedules, or current best-practices.

Managed care systems/plans must communicate to enrollees and prospective enrollees which
services are covered and which are excluded in a consistent format that is clear and easily

understood. Included must be information on co-payments, deductibles, the existence of any

utilization review requirements, as well as any financial incentives that restrict or require the use

of specific providers, facilities, services, or products.

Managed care systems/plans that utilize provider risk sharing arrangements or other incentives
related to utilization of services must have established mechanisms in place for monitoring quality

Managed care systems/plans must include the option to disenroll for those participants who are
not receiving adequate and timely services.

Managed care systems/plans must be required to collect and report a uniform set of data that
allows public officials and consumers to evaluate and compare performance, including
longitudinal data to measure outcomes for people with disabilities. Community agencies and
consumers must be involved in design of and ongoing participants in_quality assurance systems
which focus on appropriate outcomes for the individual,
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Consumer Education

In order to avoid marketing abuses by managed care systems/plans, states must be required to
prohibit direct enrollment by plans and instead set up an independent enrollment and counseling
process which permits enrollees — in the public and private markets — to explore options in
choosing among plans. All such efforts must be designed to respond in a non-discriminatory
manner to the varying abilities and needs of people with disabilities.

Managed care systems/plans must disclose in a clear and easily understood manner to enrollees
and prospective enrollees the plan’s policy with regard to withholds, privileges, denials of
payment, and any other mechanism with a utilization/financial incentive link.

Managed care systems/plans must establish a means by which consumers and payers can
accurately evaluate and effectively choose plans on the basis of measured results

For more information, contact one of the co-chairs of the CCD Health Task Force listed at the top of
page one.
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NATIONAL
A ASSOCIATION
‘ 9@ °F -
L) DEVELOPMENTAL
‘J‘ DISABILITIES
COUNCILS

1234 Massachusetts Avenue, NW e Suite 103 ¢ Washington, DC 20005 e 202-347-1234

Whatis a Developmenthl Disability?

A "developmental disability” is a severe, chronic disability of a person five years
of age or older which —

1. is attributable to a mental or physical impairment or combination of mental or
physical impaimments;
2. is manifested before the person attains age twenty-two;
3. is likely to continue indefinitely;
4. results in substantial functional limitations in three or more of the following-
areas of major life activity:
a) sclf-care,
b) receptive and expressive language,
c) leamning, ’
d) mobility, - _
e) self-direction, _
f) capatity for independent living, and :
g) economic self-sufficiency and
5. reflects the person's need for a combination and sequence of special,
interdisciplinary, or generic care, treatment, or other services which are of
lifelong or extended duration-and are individually planned and coordinated,
(except that such term, when applied to infants and young children means
individuals from birth to age 5, inclusive, who have substantial developmental
" “délay or specific congenital or acquired conditions witiia high probability of
resulting in developmental disabilities if services are not provided).

Examples of developmental disabilities include children and adults with a wide

range of diagnoses, including mental retardation, cerebral palsy, autism, spinal

cord injury and severe head injury, so long as the condition began before age 22
" and therefore affected the person's development.
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Ms. CHRISTENSEN. Thank you, Kathy.
Nancy.

STATEMENT OF NANCY LEONARD, MSW, LCSW CARE MAN-
AGER, CONNECTICUT COMMUNITY CARE, INC., ON BEHALF
OF THE ALZHEIMER’S DISEASE AND RELATED DISORDERS
ASSOCIATION, WASHINGTON, DC

Ms. LEONARD. Good morning. I represent the frail elderly, par-
ticularly those diagnosed with Alzheimer’s disease. I would hke to
go over some facts and figures in regard to frail older adults and
those in particular affected with Alzheimer’s disease. I will “walk”
you through a real case to demonstrate some “best practice” issues
and some of the obstacles those of us “in the trenches” experience
on a daily basis.

These facts and figures provide a snapshot of long-term care is-
sues. One in five Americans over the age of 50 may need long-term
care in the next year, according to the Journal of the National As-
sociation for Home Care. Most of those needing long-term care re-
ceive their care at home; only 4.2 percent of people over 65 are in
nursing homes. Only 20 percent of those 80 and older are in nurs-
ing homes.

Expenditures for nursing homes still consume a major share of
long-term care spending. In FY 95, Federal and State governments
spent over $49 billion in Medicaid dollars, of which $40 billion went
to nursing home care, and only $9.5 billion was spent on home and
community-based care. Medicaid is the major source of public fund-
ing for long-term care services.

Allow me to focus on one disease entity particular to our older
citizens, which is Alzheimer’s disease. Four million people in the
United States have Alzheimer’s disease. Fourteen million people in
the United States will have Alzheimer’s disease by the middle of
the 21st century. The disease process may begin in the brain as
much as 20 years before the symptoms of Alzheimer’s appear.

The total annual cost of caring for victims of Alzheimer’s disease
in the United States is estimated to be $100 billion. This makes
Alzheimer’s the third most costly disease after heart disease and
cancer.

I would like to illustrate the points that Susan, through her fax,
asked us to bring forth by discussing my client, Mrs. M.

Mrs. M. is a retired teacher living alone on her teacher’s pension.
She lives at home, with a diagnosis of cancer of the bowel, with a
colostomy, diabetes, and dementia. She takes a total of six medica-
tions twice daily. Because of her dementia, she cannot be left alone.

Mrs. M. is disoriented to person, time and place. She dem-
onstrates impaired judgment by leaving pots on the stove for long

eriods of time until they burn. She demonstrates behavior prob-

ems such as suspiciousness, wandering, sleep disturbances and
hallucinations. She requires assistance with bathing and cueing for
dressing.

" She is unable to perform any of her household management such
as cooking, cleaning, and money management. She is unaware of
her own health status, and she cannot manage her medications ap-
propriately.
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Mrs. M.’s care plan is quite complex. She uses a combination of
companions, adult day care, home health aides, meals-on-wheels,
and nursini services, all of which are coordinated through a care
manager. She receives care 7 days a week. Mrs. M. goes to an adult
day care center twice a week on Tuesdays and Thursdays, and
throughout the week, Monday through Sunday, there is a home-
maker/companion who visits Mrs. M. in the evenings to prepare
meals and to ensure that she has taken her evening medications.
Mrs. M.’s son spends the night in order to secure Mrs. M.’s safety
in the evening.

Mrs. M.’s care requires multiple service providers to support her
at home. The complexity of assessing, coordinating and monitoring
her needs and multiple services requires the skill of a highly
trained nurse or social worker. The care manager juggles the com-
plex issues to establish a plan of care to support both t%le client and
caregivers.

Mrs. M. requires providers with an adequate understanding of
geriatrics and dementia care. For example, on days that Mrs. M.
needs a bath, the home health aide is able to utilize the skills that
she has learned in her dementia training provided by the care
manager. She can decrease the client’s agitation by approaching
Mrs. M. from the front and not scaring her and giving clearly stat-
ed directions.

Mrs. M.s plan of care consists of “low-tech, high-touch” service
such as companion, homemaker, and meals-on-wheels. All provid-
ers of her care are oriented to basic dementia care in order to pro-
vide an environment that is supportive, nonthreatening and medi-
cally safe.

The care manager negotiates with providers to identify resources
to address the special needs of this population. For example, a reg-
istered nurse with dementia training was selected. The nurse has
utilized her specific assessment techniques to try to understand
any underlying medical conditions that might be occurring.

Mrs. M.’s attendance at an adult day care center provides a won-
derful service to her. She is able to capitalize on her strengths, and
she is able to teach a class to some of the other participants at the
day center. The day care center Mrs. M. attends is exceptional and
provides an excellent example of a highly trained staff and the or-
ganization’s desire and commitment to provide dementia-capable
services. They exhibit high standards of practice and the flexibility
that is needed for someone like Mrs. M.

All of Mrs. M.’s care is coordinated by a care manager with a
specialty in dementia. She works collaboratively with Mrs. M.’s pri-
mary doctor, nurse, day care provider, homemaker, companion, and
the meals-on-wheels driver, as well as the neighbor. Mrs. M. is un-
able to act in her own best interest; therefore, her son was ap-
pointed as conservator of person or guardian. Her son is an inte-
gral member of the dementia care team that works together to sup-
port Mrs. M.’s independence. The primary responsibility of the care
manager and the son is to assess, coordinate and monitor the plan
of care by coordinating and consulting with all team members on
a regular basis.

Managing someone like Mrs. M. is a challenge because securing
payment for services in our current system is almost impossible.
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Because Mrs. M. does not present a need for skilled service, she
does not qualify for Medicare coverage. The ironic situation in Mrs.
M.s case is that the minimal plan of care she is receiving is not
currently recognized as, or valued in, our Medicare system.

A higher level of care will need to be implemented if Mrs. M. de-
teriorates and becomes Medicare-eligible. Should she need long-
term care in a nursing home it is likely she will need access to
Medicaid because she is “spending down” her private funds. There-
fore, there is no method of payment for the “low-tech, high-touch”
care that Mrs. M. currently requires.

In summary, the following represent “best practice” in the con-
text of managing a frail older adult in the community. It is crucial
that the providers of care have a working knowledge of geriatrics
and the care of those with Alzheimer’s disease and related dis-
orders. These providers must be able to provide dementia-capable
services, which include substantial support and knowledge in the
area of caregiver stress; the plan of care is consumer-driven, and
the decision making process includes the individual and/or respon-
sible party, and the management be coordinated through an inter-
disciplinary team of professionals, paraprofessionals, family mem-
bers and/or responsible parties.

The following represent obstacles in obtaining services; securing
payment for services in our current system for someone who needs
on%oing custodial care is almost impossible. The issue of needin
skilled care such as registered nurses, home health aides, physica
therapy, and occupational therapy versus custodial care, such as
companions, homemakers, or day care, is a significant problem for
people suffering from Alzheimer’s disease. An individual with Alz-
heimer’s disease could be managed in a more cost-effective manner
if the system were designed as a combination medical—social
model of care. _

Providers of care are not trained in providing the appropriate
level of care, especially in the area of dementia care.

The lack of a coordinated service delivery system fosters the cur-
rent expensive and complex system of long-term care.

My recommendations regarding managed care models for frail el-
ders include. First, managed care mode%s must recognize that the
older adult and his or her informal support network of family and
friends are the central focus of the plan of care.

Second, managed care models must provide quality services
which respond specifically to the needs of frail elders. While the
high-tech interventions of the last decades respond to the needs of
some populations, services for elders must include “low-tech, high-
touch” services such as homemaker, companion, home-delivered
meals and day care.

Third, managed care organizations must utilize a comprehensive
care management model in order to identify the unique strengths
and deficits in each clinical situation, and to maximize all available
community resource options.

Fourth, manaied care models must provide appropriate access to
specialty care when necessary. In view of the increasing prevalence
of Alzheimer’s disease and related disorders, it is imperative that
the services of geriatricians, geriatric psychiatrists, neurologists,
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nurses and social workers be available to address the needs of
these elders and their caregiving families.

Fifth, special attention must be paid to the role of respite care
services for informal providers. It is nationally recognized that a
full 80 percent of all care for frail elders is provided by their infor-
mal care systems—spouses, children, grandchildren, as well as sig-
nificant friends and neighbors. Without adequate respite care, in-
formal caregivers are unable to continue their vital role in the long-
term care system.

Sixth, finally, mana%ed care models must address the current in-
stitutional bias in the long-term care system, recognizing the desire
of the elderly to remain in the community, to remain in their own
homes whenever possible. Managed care models must include a full
range of community care services in their benefit plans.

Thank you, and I look forward to entertaining any questions.

[The prepared statement of Nancy Leonard follows:]
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_ALZ#PEIMER'S’
ASSOCIATION

Someane 1 Stard bh Yeu

GOOD MORNING

MY NAME IS NANCY LIBERATORE LEONARD. | AM A LICENSED CLINICAL
SOCIAL WORKER WITH 11 YEARS OF EXPERIENCE AND PRACTICE AT
CONNECTICUT COMMUNITY CARE, INC. CCClIS AN INDEPENDENT STATEWIDE
NOT FOR PROFIT CARE MANAGEMENT ORGANIZATION WITH OVER 20 YEARS
OF EXPERIENCE IN HELPING FRAIL OLDER ADULTS REMAIN SAFELY AT HOME.
| ALSO SERVE AS THE PRESIDENT OF THE NORTHERN CONNECTICUT
CHAPTER OF THE ALZHEIMER'S ASSOCIATION. IT 1S BOTH AN HONOR AND A
PHI\{ILEGE FOR ME TO TESTIFY BEFORE YOU TODAY.

| REPRESENT THE FRAIL ELDERLY, IN PARTICULAR, THOSE DIAGNOSED WITH
ALZHEIMER'S DISEASE AND RELATED DISORDERS.

THESE FACTS AND FIGURES PROVIDE A SNAPSHOT OF LONG TERM CARE

ISSUES:

. ONE IN FIVE AMERICANS OVER THE AGE OF 50 MAY NEED LONG TERM
CARE IN THE NEXT YEAR, ACCORDING TO CARING MAGAZINE. (THE
JOURNAL OF THE NATIONAL ASSOCIATION FOR HOME CARE)

« MOST OF THOSE NEEDING LONG TERM CARE RECEIVE THEIR CARE AT
HOME. ONLY 4.2 PERCENT OF PEOPLE OVER AGE 65 ARE IN NURSING
HOMES, ACCORDING TO THE 1995 NATIONAL NURSING HOME SURVEY
FROM THE NATIONAL CENTER FOR HEALTH STATISTICS.

__+ ONLY 20 PERCENT OF THOSE 80 AND OLDER ARE IN NURSING HOMES.

ALZHEIMER™S DISEASE AND RELATED DISORDERS As>CR AT N
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EXPENDITURES FOR NURSING HOMES STILL CONSUME A MAJOR SHARE
OF LONG TERM CARE SPENDING. IN FISCAL YEAR 1995, THE FEDERAL AND
STATE GOVERNMENTS SPENT OVER $49 BILLION IN MEDICAID DOLLARS,
OF WHICH ALMOST $40 BILLION WENT TO NURSING HOME CARE AND ONLY
$9.5 BILLION WAS SPENT ON HOME-AND COMMUNITY-BASED CARE
SERVICES. MEDICAID IS THE MAJOR SOURCE OF PUBLIC FUNDING FOR
LONG TERM CARE SERVICES.

ALLOW ME TO FOCUS ON ONE DISEASE ENTITY PARTICULAR TO OUR OLDER
CITIZENS, ALZHEIMER'S DISEASE. -

4 MILLION PEOPLE IN THE UNITED STATES HAVE ALZHEIMER'S DISEASE.
14 MILLION PEOPLE IN THE UNITED STATES WILL HAVE ALZHEIMER'S
DISEASE BY ’—I'HE MIDDLE OF THE 21ST CENTURY UNLESS SCIENTISTS CAN
DISCOVER A WAY TO PREVENT OR CURE THE DISEASE.

THE DISEASE PROCESS MAY BEGIN IN THE BRAIN AS MUCH AS 20 YEARS

" BEFORE THE SYMPTOMS OF ALZHEIMER'S APPEAR. A PERSON WILL LIVE

AN AVERAGE OF 8 YEARS AND AS MANY AS 20 ONCE THE SYMPTOMS
APPEAR.

THE TOTAL ANNUAL COST OF CARING FOR VICTIMS OF ALZHEIMER'S
DISEASE IN THE UNITED STATES IS ESTIMATED TO BE $100 BILLION

" (NATIONAL ALZHEIMER'S ASSOCIATION). THIS MAKES ALZHEIMER'S THE

THIRD MOST COSTLY DISEASE, AFTER HEART DISEASE AND CANCER.

| CAN BEST ILLUSTRATE MY POINTS BY DISCUSSING AN ACTUAL CLIENT.

CASE STUDY - MRS. M.
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MRS. M. IS A RETIRED TEACHER LIVING ALONE ON HER TEACHER'S PENSION.
SHE LIVES AT HOME WITH A DIAGNOSIS OF CANCER OF THE BOWEL WITH A
COLOSTOMY, DIABETES AND DEMENTIA. SHE TAKES A TOTAL OF SIX
MEDICATIONS TWICE DAILY. BEGAUSE OF HER DEMENTIA, SHE CANNOT BE
LEFT ALONE. MRS. M. IS DISORIENTED TO PERSON, TIME AND PLACE. SHE
DEMONSTRATES IMPAIRED JUDGMENT BY LEAVING POTS ON THE STOVE FOR
LONG PERIODS OF TIME UNTIL THEY BURN. SHE DEMONSTRATES BEHAVIOR
PROBLEMS SUCH AS SUSPICIOUSNESS, WANDERING, SLEEP DISTURBANCES
AND HALLUCINATIONS. SHE REQUIRES ASSISTANCE WITH BATHING AND
CUEING FOR DRESSING. SHE IS UNABLE TO PERFORM ANY OF HER
HOUSEHOLD MANAGEMENT SUCH AS COOKING, CLEANING, MONEY
MANAGEMENT, ETC. SHE IS UNAWARE OF HER OWN HEALTH STATUS AND
SHE CANNOT MANAGE THE MEDICATIONS APPROPRIATELY. MRS. M.'S CARE
PLAN IS QUITE COMPLEX. SHE UTILIZES A COMBINATION OF COMPANIONS,
ADULT DAY CARE, HOME HEALTH AIDES, MEALS-ON-WHEELS AND NURSING
SERVICES, ALL OF WHICH ARE COORDINATED THROUGH A CARE-MANAGER.
SHE RECEIVES CARE SEVEN DAYS A WEEK. MRS. M. GOES TO AN ADULT DAY
CARE CENTER TWICE A WEEK ON TUESDAY AND THURSDAY AND
THROUGHOUT THE WEEK, MONDAY THROUGH SUNDAY, THERE IS A

“HOMEMAKER/COMPANION THAT VISITS MRS. M. IN THE EVENINGS TO
PREPARE MEALS AND TO ENSURE THAT SHE HAS TAKEN HER EVENING
MEDICATIONS. MRS. M.'S SON SPENDS THE NIGHT IN ORDER TO SECURE
MRS. M.'S SAFETY IN THE EVENING. )

IN MRS. M.'S CASE, THERE IS A NEED FOR MULTIPLE SERVCE PROVIDERS TO
SUPPORT HER CARE AT HOME. THE COMPLEXITY OF ASSESSING,
COORDINATING AND MONITORING HER NEEDS AND MULTIPLE SERVICES
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REQUIRES THE SKILL OF A HIGHLY TRAINED NURSE OR SOCIAL WORKER.

THE CASE MANAGER JUGGLES THE COMPLEX ISSUES TO ESTABLISH A PLAN
OF CARE TO SUPPORT BOTH THE CLIENT AND CAREGIVERS. MRS. M.
REQUIRES PROVIDERS WITH AN ADEQUATE UNDERSTANDING OF GERIATRICS
AND DEMENTIA CARE. FOR EXAMPLE, ON DAYS THAT MRS. M. NEEDS A BATH,
THE HOME HEALTH ‘AIDE IS ABLE TO UTILIZE THE SKILLS THAT SHE HAS
LEARNED IN HER DEMENTIA TRAINING PROVIDED BY THE CARE MANAGER.
SHE CAN DECREASE THE CLIENT'S AGITATION BY APPROACHING MRS. M.
FROM THE FRONT AND NOT SCARING HER AND GIVING CLEARLY STATED
DIRECTIONS. MRS. M.'S PLAN OF CARE CONSISTS-OF “LOW TECH, HIGH

_ TOUCH" SERVICE SUCH AS COMPANION, HOMEMAKER, AND MEALS-ON-
WHEELS. ALL PROVIDERS OF HER CARE ARE ORIENTED TO BASIC DEMENTIA
CARE IN ORDER TO PROVIDE AN ENVIRONMENT THAT IS SUPPORTIVE, NOT
THREATENING, AND MEDICALLY SAFE. THE CARE MANAGER NEGOTIATES
WITH PROVIDERS TO IDENTIFY RESOURCES AVAILABLE TO ADDRESS THE
SPECIAL NEEDS OF THIS POPULATION. FOR EX:\MPLE, A REGISTERED NURSE
WITH DEMENTIA TRAINING, WAS SELECTED. THE NURSE HAS UTILIZED HER
SPECIFIC ASSESSMENT TECHNIQUES TO TRY TO UNDERSTAND ANY
UNDERLYING MEDICAL CONDITIONS THAT MIGHT BE OCCURRING. MRS. M.'S
ATTENDANCE AT AN ADULT DAY CARE CENTER PROVIDES A WONDERFUL -
'SEIEK\/ICE TO HER. THERE SHE IS ABLE TO CAPITALIZE ON HER STRENGTHS
AND SHE IS ABLE TO TEACH A CLASS TO SOME OF THE OTHER PARTICIPANTS
AT THE DAY CENTER. THE DAY CARE CENTER MRS. M. ATTENDS IS
EXCEPTIONAL AND PROVIDES AN EXCELLENT EXAMPLE OF THE HIGHLY
TRAINED STAFF AND THE ORGANIZATION'S DESIRE AND COMMITMENT TO
PROVIDE DEMENTIA CAPABLE SERVICE. THEY EXHIBIT HIGH STANDARDS OF
PRACTICE AND THE FLEXIBILITY THAT IS NEEDED FOR SOMEONE LIKE MRS. M.
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ALL OF MRS. M.'S CARE IS COORDINATED BY A CARE MANAGER WITH A
SPECIALTY IN DEMENTIA CARE. SHE WORKS COLLABORATIVELY WITH MRS.
M.'S PRIMARY DOCTOR, NURSE, DAY CARE PROVIDER, HOMEMAKER,
COMPANION AND THE DRIVER OF THE MEALS-ON-WHEELS AS WELL AS THE
NEIGHBOR. MRS. M. IS UNABLE TO ACT IN HER OWN BEST INTEREST:;
THEREFORE, HER SON WAS APPOINTED AS CONSERVATOR OF PERSON
(GUARDIAN). HER SON IS AN INTEGRAL MEMBER OF THE DEMENTIA CARE ~ —
TEAM THAT WORKS TOGETHER TO SUPPORT MRS. M.'S INDEPENDENCE. THE
PRIMARY RESPONSIBILITY OF THE CARE MANAGER IS TO ASSESS,
COORDINATE AND MONITOR THE PLAN OF CARE BY COORDINATING AND
CONSULTING WITH ALL TEAM MEMBERS ON A REGULAR BASIS.

MANAGING SOMEONE LIKE MRS. M. IS A CHALLENGE BECAUSE
SECURING PAYMENT FOR SERVICES IN OUR CURRENT SYSTEM IS ALMOST
IMPOSSIBLE. BECAUSE MRS. M. DOES NOT PRESENT-A NEED FOR SKILLED
SERVICES, SHE DOES NOT QUALIFY FOR MEDICARE COVERAGE. “THE IRONIC
SITUATION IN MRS. M.'S CASE, IS THAT THE MINIMAL PLAN OF CARE THAT SHE
IS-RECEIVING IS NOT CURRENTLY RECOGNIZED AS, OR VALUED IN, OUR
MEDICARE SYSTEM. A HIGHER LEVEL OF CARE WILL NEED TO BE
IMPLEMENTED IF SHE DETERIORATES AND BECOMES MEDICARE ELIGIBLE.
SHOULD SHE NEED LONG TERM CARE (NURSING HOME) IT IS LIKELY SHE WILL
NEED TO ACCESS MEDICAID. THEREFORE, THERE IS MO METHOD OF
- PAYMENT FOR THE "LOW TECH, HIGH TOUCH" CARE THAT MRS. M. REQUIRES.
IN SUMMARY, THE FOLLOWING REPRESENT THE BEST PRACTICE IN THE
CONTEXT OF MANAGING A FRAIL OEBER ADULT IN THE COMMUNITY:

1. ITIS CRUCIAL THAT THE PROVIDERS OF CARE HAVE A WORKING
KNOWLEDGE OF GERIATRICS AND THE CARE OF THOSE WITH
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ALZHEIMER'S DISEASE AND RELATED DISORDERS. THESE PROVIDERS
MUST BE ABLE TO PROVIDE DEMENTIA CAPABLE SERVICES WHICH
INCLUDE SUBSTANTIAL SUPPORT AND KNOWLEDGE IN THE AREA OF
CAREGIVER STRESS.

. THE PLAN OF CARE IS CONSUMER DRIVEN AND THE DECISION-MAKING
PROCESS INCLUDES THE INDIVIDUAL AND/OR RESPONSIBLE PARTY.

. THE MANAGEMENT BE COORDINATED THROUGH AN INTERDISCIPLINARY
TEAM OF PROFESSIONALS, PARA PROFESSIONALS, FAMILY MEMBERS
AND/OR RESPONSIBLE PARTIES.

THE FOLLOWING REPRESENT OBSTACLES TO OBTAINING SERVICES:

1. SECURING PAYMENT FOR SERVICES IN OUR CURRENT SYSTEM FOR
SOMEONE WHO NEEDS ONGOING “CUSTODIAL CARE" IS ALMOST
IMPOSSIBLE. THE ISSUE OF NEEDING SKILLED CARE SUCH AS:
REGISTERED NURSES, HOME HEALTH AIDES, PHYSICAL THERAPY, AND
OCCUPATIONAL THERAPY VERSUS CUSTODIAL CARE SUCH AS
COMPANIONS, HOME MAKERS, OR DAY CARE IS A SIGNIFICANT PROBLEM

FOR PEOPLE SUFFERING FROM ALZHEIMER'S DISEASE. AN INDIVIDUAL
WITH ALZHEIMER'S DISEASE COULD BE MANAGED IN A MUCH MORE COST
EFFECTIVE MANNER IF THE SYSTEM WAS DESIGNED AS A COMBINATION

' OF A MEDICAL AND SOCIAL MODEL OF CARE.

.. PROVIDERS OF CARE ARE NOT TRAINED IN PROVIDING THE APPROPRIATE
LEVEL OF CARE, ESPECIALLY IN THE AREA OF DEMENTIA CARE.

. THE LACK OF A COORDINATED SERVICE DELIVERY SYSTEM FOSTERS THE
CURRENT EXPENSIVE AND COMPLEX SYSTEM OF LONG TERM CARE. '
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MY RECOMMENDATIONS REGARDING MANAGED CARE MODELS FOR FRAIL
ELDERS INCLUDE:

1.

MANAGED CARE MODELS MUST RECOGNIZE THAT THE OLDER ADULT AND
HIS OR HER INFORMAL SUPPORT NETWORK OF FAMILY AND FRIENDS ARE
THE CENTRAL FOCUS OF THE PLAN OF CARE.

. MANAGED CARE MODELS MUST PROVIDE QUALITY SERVICES WHICH

RESPOND SPECIFICALLY TO THE NEEDS OF FRAIL ELDERS. WHILE THE
"HIGH TECH" INTERVENTIONS OF THE LAST DECADES RESPOND TO THE
NEEDS OF SOME POPULATIONS, SERVICES FOR ELDERS MUST INCLUDE
*LOW TECH-HIGH TOUCH" SERVICES SUCH AS: HOMEMAKER, COMPANION
AND HOME DELIVERED MEALS.

. MANAGED CARE ORGANIZATIONS MUST UTILIZE A COMPREHENSIVE CARE

MANAGEMENT MODEL IN ORDER TO IDENTIFY THE UNIQUE STRENGTHS
AND DEFICITS IN EACH CLINICAL SITUATION, AND TO MAXIMIZE ALL
AVAILABLE COMMUNITY RESOURCE OPTIONS.

MANAGED CARE MODELS MUST P;!OVIDE APPROPRIATE ACCESS TO
SPECIALTY CARE WHEN NECESSARY. IN VIEW OF THE INCREASING
PREVALENCE OF ALZHEIMER'S DISEASE AND RELATED DISORDERS, IT IS
IMPERATIVE THAT THE SERVICES OF GERIATRICIANS, GERIATRIC
PSYCHIATRISTS, NEUROLOGISTS, NURSES AND SOCIAL WORKERS BE

'AVAILABLE TO ADDRESS THE NEEDS OF THESE ELDERS AND THEIR

CAREGIVING FAMILIES.

. SPECIAL ATTEN'.I'ION MUST BE PAID TO THE ROLE OF RESPITE CARE

SERVICES FOR INFORMAL CARE PROVIDERS. IT IS NATIONALLY
RECOGNIZEDTHAT A FULL 80% OF ALL CARE TO FRAIL ELDERS IS
PROVIDED BY THEIR INFORMAL CARE SYSTEMS; SPOUSES, CHILDREN,
GRANDCHILDREN, AS WELL AS SIGNIFICANT FRIENDS AND NEIGHBORS.
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WITHOUT ADEQUATE RESPITE CARE, INFORMAL CAREGIVERS ARE UNABLE
TO CONTINUE THEIR VITAL ROLE IN THE LONG TERM CARE SYSTEM.

6. MANAGED CARE MODELS MUST ADDRESS THE CURRENT INSTITUTIONAL
BIAS IN THE LONG TERM CARE SYéTEM, RECOGNIZING THE DESIRE OF THE
ELDERLY TO REMAIN IN THE COMMUNITY, TO REMAIN IN THEIR OWN HOME
WHENEVER POSSIBLE, MANAGED CARE MODELS MUST INCLUDE A FULL
RANGE OF COMMUNITY CARE SERVICES IN THEIR BENEFIT PLANS.

THANK YOU FOR YOUR ATTENTION.
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THE FOLLOWING REPRESENT THE BEST PRACTICE IN THE CONTEXT OF
MANAGING A FRAIL OLDER ADULT IN THE COMMUNITY:
+1.IT IS CRUCIAL THAT THE PROVIDERS OF CARE HAVE A WORKING
KNOWLEDGE OF GERIATRICS AND THE CARE OF THOSE WITH
ALZHEIMER'S DISEASE AND RELATED DISORDERS. THESE
PROVIDERS MUST BE ABLE TO PROVIDE DEMENTIA CAPABLE
SERVICES WHICH INCLUDE SUBSTANTIAL SUPPORT AND
KNOWLEDGE IN THE AREA OF CAREGIVER STRESS.
+2.THE PLAN OF CARE IS CONSUMER DRIVEN AND THE DECISION-
MAKING PROCESS INCLUDES THE INDIVIDUAL AND/OR RESPONSIBLE

PARTY. )
*3. THE MANAGEMENT BE COORDINATED THROUGH AN

INTERDISCIPLINARY TEAM OF PROFESSIONALS, PARA

PROFESSIONALS, FAMILY MEMBERS AND/OR RESPONSIBLE PARTIES.

THE F_OLLOW_WG REPRESENT OBSTACLES TO OBTAINING SERVICES:
01.S.ECUFNNG PAYMENT FOR SERVICES IN OUR CURRENT SYSTEM FOR
SOMEONE WHO NEEDS ONGOING “CUSTODIAL CARE” IS ALMOST
IMPOSSIBLE. THE ISSUE OF NEEDING SKILLED CARE SUCH AS:
REGISTERED NURSES, HOME HEALTH AIDES, PHYSICAL THERAPY,
AND OCCUPATIONAL THERAPY VERSUS CUSTODIAL CARE SUCH AS
COMPANIONS, HOME MAKERS, OR DAY CARE IS A SIGNIFICANT

ALZHEIMER'S DISEASE AND RELATED DISORDERS ASSOC, INC .
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PROBLEM FOR PEOPLE SUFFERING FROM ALZHEIMER'S DISEASE.
AN INDIVIDUAL WITH ALZHEIMER'S DISEASE COULD BE MANAGED IN
A MUCH MORE COST EFFECTIVE MANNER IF THE SYSTEM WAS
DESIGNED AS A COMBINATION OF A MEDICAL AND SOCIAL MODEL OF
CARE.

+2.PROVIDERS OF CARE ARE NOT TRAINED IN PROVIDING THE
APPROPRIATE LEVEL OF CARE, ESPECIALLY IN THE AREA OF
DEMENTIA CARE.

+3.THE LACK OF A COORDINATED SERVICE DELIVERY SYSTEM
FOSTERS THE CURRENT EXPENSIVE AND COMPLEX SYSTEM OF
LONG TERM CARE.

MY RECOMMENDATIONS REGARDING MANAGED CARE MODELS FOR FRAIL
ELDERS INCLUDE:
+1.MANAGED CARE MODELS MUST RECOGNIZE THAT THE OLDER ADULT
AND HIS OR HER INFORMAL SUPPORT NETWORK OF FAMILY AND
FRIENDS ARE THE CENTRAL FOCUS OF THE PLAN OF CARE.
+2. MANAGED CARE MODELS MUST PROVIDE QUALITY SERVICES WHICH
RESPOND SPECIFICALLY TO THE NEEDS OF FRAIL ELDERS. WHILE
THE "HIGH TECH® INTERVENTIONS OF THE LAST DECADES RESPOND
"> O THE NEEDS OF SOME POPULATIONS, SéRVICES FOR ELDERS
MUST INCLUDE "LOW TECH-HIGH TOUCH" SERVICES SUCH AS:
HOMEMAKER, COMPANION AND HOME DELIVERED MEALS.
+3.MANAGED CARE ORGANIZATIONS MUSf UTILIZE A COMPREHENSIVE
CARE MANAGEMENT MODEL IN ORDER TO IDENTIFY THE UNIQUE
STRENGTHS‘AND DEFICITS IN EACH CLINICAL SITUATION, AND TO
MAXIMIZE ALL AVAILABLE COMMUNITY RESOURCE OPTIONS.
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*4.MANAGED CARE MODELS MUST PROVIDE APPROPRIATE ACCESS TO
SPECIALTY CARE WHEN NECESSARY. IN VIEW OF THE INCREASING
PREVALENCE OF ALZHEIMER'S DISEASE AND RELATED DISORDERS,
IT IS IMPERATIVE THAT THE SERVICES OF GERIATRICIANS,
GERIATRIC PSYCHIATRISTS, NEUROLOGISTS, NURSES AND SOCIAL
WORKERS BE AVAILABLE TO ADDRESS THE NEEDS OF THESE
ELDERS AND THEIR CAREGIVING FAMILIES.

*+5.8PECIAL ATTENTION MUST BE PAID TO THE ROLE OF RESPITE CARE
SERVICES FOR INFORMAL CARE PROVIDERS. IT IS NATIONALLY
RECOGNIZED THAT A FULL 80% OF ALL CARE TO FRAIL ELDERS IS
PROVIDED BY THEIR INFOHMAL_CARE SYSTEMS; SPOUSES,
CHILDREN, GRANDCHILDREN, AS WELL AS SIGNIFICANT FRIENDS
AND NEIGHBORS. WITHOUT_ADEQUATE RESPITE CARE, INFORMAL
CAREGIVERS ARE UNABLE TO CONTINUE THEIR VITAL ROLE IN THE

'LONG TERM CARE SYSTEM.

*6.MANAGED CARE MODELé MUST ADDRESS THE CURRENT
INSTITUTIONAL BIAS IN THE LONG TERM CARE SYSTEM,
RECOGNIZING THE DESIRE OF THE ELDERLY TO REMAIN IN THE
COMMUNITY, TO REMAIN IN THEIR OWN HOME WHENEVER
POSSIBLE[MANAGED CARE MODELS MUST INCLUDE A FULL RANGE
OF COMMUNITY CARE SERVICES IN THEIR BENEFIT PLANS.
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Ms. CHRISTENSEN. Thank you.
Don.

STATEMENT OF DONALD MINOR, CLIENT ADVOCATE, CARE
MARK, ON BEHALF OF THE NATIONAL ASSOCIATION OF PEO-
PLE WITH AIDS, WASHINGTON, DC

Mr. MINOR. Thank you, Mr. Chairman, for the invitation to
speak with you on this issue and for the opportunity to address the
special health care needs of people living with HIV and other cata-
strophic disorders.

My name is Donald Minor. I am a person living with HIV and
hemophilia. I am speaking with you today on behalf of the National
Association of People with AIDS. NAPWA is an organization dedi-
cated to serving as both a national information resource and voice
for the needs and concerns of people living with HIV throughout
the United States.

As you may know, HIV disease is a disorder which leads to a
progressive weakening or destruction of the immune system. Once
it has crippled the immune system, the body becomes open to a
host of opportunistic infections. HIV/AIDS has remained a pan-
demic since the first diagnosed cases in 1981 and remains a tre-
mendous national crisis. While our Nation’s newspapers report the
marvel of new treatments and the death rate from this disease de-
clining, let us be warned that this crisis it not over yet.

I have met with people from every State of the Nation living with
HIV, from every economic status, race, gender, and progression of
the disease. AI%S does not discriminate. It affects bagies, children,
adolescents, teenagers, young adults, parents, grandparents, and
senior citizens.

I come to you from Johnson City, TN. They call me “the redneck
from Tennessee.” I was born with hemophilia. Hemophilia is_a
blood-clotting disorder that affects over 20,000 individuals in the
United States. Via a contaminated factor replacement product, I
contracted the HIV virus in 1983. This was confirmed in 1985
when the first tests were available to detect the virus.

Having hemophilia already created a problem in getting insur-
ance. I lost coverage as fast as I could get it. I either maxed out
the policy, or it was denied due to preexisting conditions. I man-
agedp to be placed on a catastrophic insurance pool with high pre-
miums and many limiting conditions.

Soon after I was diagnosed HIV-positive, I lost my job. I applied
for disability, but the judge denied it due to my education. He stat-
ed that I could still find a job. From there, the nightmare started.
No job, no prospects, no disability, and very low self-esteem.

T{lat is when I got mad and fou%ht back. I became involved in
my own advocacy and became a willing person to speak for others.
It has been a long, hard road to this day.

Today I participate in a State managed care program called
TennCare. When it started, it was a nightmare for those of us with
catastrophic disease. There were literaﬁly life and death scenarios,
because TennCare was implemented without adequate planning. 1
can personally tell you what managed care is when it has no rules,
no boundaries, and no standards of care that are measurable with
outcomes tools. I have been denied medications, had medications
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delayed, creating health risks, discharged from the hospital before
my doctor was ready for me to go home and told I could not see
my AIDS and hemophilia specialist until a primary care physician
could work me in—in about 3 months. Simply stated, getting meds
late for me could mean death. Not getting the right meds in the
right combination could and did resu]% in health complications.

TennCare is now a viable health program, but it still needs im-
provement when it comes to dealing with catastrophic diseases like
HIV and AIDS. I can tell you from personal experience that im-
proper disease state management costs everyone—you the tax-
payer, the managed care organization, and those of us who are liv-
ing with these diseases. I have almost died, not from HIV, but from
improper disease management. One particular protease inhibit
drug is great for many HIV-positive people, but for me, will make
me spontaneously bleed internally.

As our Nation transitions our public health care programs into
a new era of cost containment and reduction in services, we must
take a strong look at how these new programs affect care of per-
sons living with catastrophic diseases. What process helps these
persor‘;s stay viable and productive individuals in their commu-
nities?

Medicaid in particular forms the bedrock of our Nation’s response
to caring for people living with HIV. In many States, Medicaid has
changed into a managed care program, either through a dem-
onstration project or a fully operational program. The Health Care
Financing Administration estimates that 90 percent of children
with HIV depend on Medicaid, and 50 percent of adults with AIDS
or advanced HIV also rely on Medicaid. Medicare is the next larg-
est resource for these people. With people living longer, Medicare
iﬁ becoming an even more important program for people fiving with

IV.

I must tell you that the Ryan White Comprehensive AIDS Re-
sources Emergency Act or CARE Act is great?y depended on. This
Act has been a life-saver for many. This program provides supple-
mental relief to fill in the service gaps left unfilled by Medicaid,
Medicare and other programs. It acts as the payer of last resort.
Still, there are many people with HIV who lack regular access to
health care. Just in the last several weeks, several State ADAP
programs have run out of funds, meaning there will be no HIV
medications for many in this country.

No preventive treatments such as protease inhibitors starts a
chain reaction. Simply stated, no treatments leads to opportunistic
infections, opportunistic infections lead to higher-cost treatments,
provided by public health and community-based organizations.

I just mentioned protease inhibitors, a new class of drugs made
available in the last year and a half. These new drug treatments
have given a new lease on life for many, including me. This ad-
vance allows us to attack the virus on a different front than the
older medications such as AZT. Taken in combination with these
other classes of antivirals, this virus has been attacked and limited
to undetectable levels in many.

Please do not let this mislead you. While this has been a tremen-
dous breakthrough for HIV treatment, it is not a cure. There is not
enough history of this treatment to give us absolute evidence that
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it will eradicate the virus. Many cannot take these medications.
Many of these medications have severe side effects. Many cannot
afford these medications or are denied them for various reasons.
These medications can average close to $15,000 per year plus. I av-
erage taking $3,700 worth of medications per month, not counting
my hemophilia medication.

I am not speaking to you as a committed managed care foe. I be-
lieve managed care can work. But everybody needs to be on the
same page when it comes to disease state management. For every
obstacle to quality care with optimum outcomes, there is a solution.
From our perspective, I would like to recommend three elements as
part of the solution.

First, there must be an assurance that gatekeepers, case man-
agers, utilization review officials and others who approve or dis-
approve claims must become knowledgeable about HIV and other
catastrophic disorders. Managed care needs to protect consumers
by making sure that payers demonstrate expertise in disease man-
agement and are held accountable for providing high-quality care.

Those of us who have been fortunate enough to be treated in a
comprehensive hemophilia center can testify to the improved out-
cc;lrg;gs generated by those trained in the management of hemo-
phila.

Second, there must be a Federal role in setting certain standards
and creating expectations for specific outcomes. At present, every
HMO is different, every State is different, and managed care plans
set their own rules on a daily basis.

I also believe that the Federal Government must support efforts
to risk-adjust capitated payments that managed care organizations
use to control their costs. There must be incentives for quality care
instead of incentives to just do it the cheapest way or where the
best profit is. Most of the time, managed care sees the cost today
but not the cost tomorrow.

Third, a great amount of interest exists in the HIV community
for exploring ways to expand Medicaid coverage to people living
with HIV, but who are not yet disabled by AIDS. Incomplete data
suggest that this could be done in a cost-neutral manner, because
individuals could be given such drugs as protease inhibitors and
other treatments that could prevent them from progressing to full-
blown AIDS. Finding ways for the Federal Government, State gov-
ernments and managed care organizations to expand coverage and
improve outcomes for persons living with HIV and other disorders
is the right thing to do.

I wish I had more time to discuss with you all that I have dealt
with, witnessed, discovered and been educated about as a cata-
strophic disease advocate. By your invitation, I will be happy to
communicate with you on this issue in our Nation’s health care
system.

I very much appreciate the opportunity to address this respected
}b;ody, and I would be pleased to answer any questions that you may

ave.

Thank you.

[The prepared statement of Donald Minor follows:]
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Thank you Mr. Chairman, for the invitation to speak with you on this issue
and for the opportunity to address the special health care needs of people living
with HIV and other catastrophic disorders. My name is Donald Minor. 1 am a
person living with HIV and Hemophilia. | am speaking with you today on behalf
of the National Association of People with AIDS. NAPWA will submit written
testimony for the record.

NAPWA is an organization dedicated to serving as both a national
information resource and a voice for the needs and concerns of people living
with HIV throughout the United States.

As you may know HIV disease is a disorder that leads to a progressive
weakening or destruction of the immune system. Once it has crippled the
immune system the body becomes open to a host of opportunistic infections.
HIV/AIDS has remained a pandemic since the first diagnosed cases in 1981 and
remains a tremendous national crisis. While our nations’s newspapers report the
marvel of new treatments and the death rate declining from this disease, let us
be warned that this crisis is not over yet.

! have met people from every state of the nation living with HIV, from
every economic status, race, gender and progression of the disease. AIDS does
not discriminate. It affects babies, children, adolescents, teenagers, young
adults, parents, grandparents, and senior citizens.

| come to you from Johnson City, TN. | was born with Hemophilia.
Hemophilia is a blood clotting disorder that affects over 20,000 individuals in the
United States. Via a contaminated factor replacement product, | contracted the
HIV virus in 1983. This was confirmed in 1985 when the first tests were
available to detect the virus.

Having Hemophilia already created a problem in getting insurance. | lost
coverage as fast as | could get it. | either maxed out the policy or it was denied
due to preexisting conditions. | managed to be placed on a catastrophic
insurance pool with high premiums and many limiting conditions. Soon after |
was diagnosed HIV positive, | lost my job. | applied for disability, but the judge
denied it due to my education. He stated, | could still find a job. From there the
nightmare started. No job, no prospects, no disability and low self-esteem.
That's when | got mad and fought back. | became involved in my own advocacy
and became a willing person to speak for others. It has been a long hard road
to this day.
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Today | participate in a state managed care program called Tenncare. When it started,
it was a nightmare for those of us with catastrophic disease. There were literally life and death
scenarios because TennCare was implemented without adequate planning. | can personally
tell you what managed care is when it has no rules, no boundaries and no standards of care
that are measurable with outcomes tools. | have been denied medications, had medications
delayed - creating health risks, discharged from the hospital before my doctor was ready for
me to go home and told | could not see my AIDS and Hemophilia specialist until a primary care
physician could work me in - in about three months. Simply stated, getting meds late, for me,
could mean death. Not getting the right meds in the right combinations could and did result in
health complications.

Tenncare is now a viable program, but it still needs improvement when it comes to
dealing with catastrophic diseases like HIV/AIDS. | can tell you from personal experience that
improper disease state management costs everyone - you the taxpayer, the managed care
organization and those of us who are living with these diseases. | have almost died, not from
HIV but from improper disease management. One particular protease inhibitor drug is great
for many HIV positive people, but for me will make me spontaneously bleed internally.

As our nation transitions our public health care programs into a new era of cost
containment and reduction in services, we must take a strong look at how these new programs
affects care of persons living with catastrophic disease. What process helps these persons
stay viable and productive individuals in their community. Medicaid, in particular, forms the
bedrock of our nation’s response to caring for people living with HIV. In many states, Medicaid
has changed into a managed care program, either through a demonstration or a fully
operational program. The Health Care Financing Administration estimates that ninety percent
of children with HIV depend on Medicaid, and fifty percent of adults with AIDS, or advanced
HIV, also rely on Medicaid. Medicare is the next largest resource. With people living longer,
Medicare is becoming an even more important program for people living with HIV.

| must tell you that the Ryan White Comprehensive AIDS Resources Emergency Act or
CARE Act is greatly depended on. This Act has been a life saver for many. This program
provides supplemental relief to fill in the service gaps left unfilled by Medicaid, Medicare and
other programs~it acts as a payor of last resort. Still, there are many people with HIV who lack
regular access to health care. Just in the last several weeks, several state ADAP programs
have run out of funds. Meaning, there will be no HIV treatment medications for many in this
country.

No preventive treatments, such as protease inhibitors, starts a chain reaction. Simply
stated, no treatments lead to opportunistic infections. Opportunistic infections lead to higher
cost treatments, provided by public health and community based organizations.

I just mentioned protease inhibitors, a new class of drugs made available in the last year
and a half. These new drug treatments have given a new lease on life for many, including me.
This advance allows us to attack the virus on a different front than the older medications, such
as AZT. Taken in combination with these other classes of antivirals, the virus has been
attacked and limited to undetectable levels in many. Please do not let this mislead you. While
this has been a tremendous breakthrough for HIV treatment, it is not a cure. There is not
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enough history of this treatment to give us absolute evidence that it will eradicate the virus.
Many cannot take these medications. Many of these medications have severe side-effects.
Many cannot afford these medications or are denied them for various reasons. These
medications can average close to $15,000 per year plus. | average taking $3,700 per month,
not counting my hemophilia medication.

| am not speaking to you as a committed managed care foe. | believe managed care
can work. But, everybody needs to be on the same page when it comes to disease state
management. For every obstacle to quality care with optimum outcomes, there is a solution.
From our perspective, | would like to recommend three elements as part of the solution.

First, there must be an assurance that gatekeepers, case managers, utilization review
officials, and others who approve or disapprove claims must become knowledgeable HIV.
Mandged care needs to protect consumers by making sure that payers demonstrate expertise
in disease management and are held accountable for providing high quality care.

Those of us who have been fortunate to be treated in a comprehensive hemophilia
center can testify to the improved outcomes generated by those trained the management of
hemophilia.

Second, there must be a federal role in setting certain standards and creating
expectations for specific outcomes. At present, every HMO is different, every state is different,
and managed care plans set their own rules on a daily basis.

| also believe that the federal government must support efforts to risk adjust capitated
payments that managed care organizations use to control their costs. There must be incentives
for quality care instead of incentives to just do it the cheapest way or where the best profit is.
Most of the time, managed care sees the cost today, but not the cost tomorrow.

Third, a great amount of interest exists in the HIV community for exploring ways to
expand Medicaid coverage to people living with HIV, but who are not yet disabled by AIDS.
Incomplete data suggest that this could be done in a cost neutral manner because individuals
could be given protease inhibitors and other freatments that could prevent them from
progressing to AIDS. Finding ways for the federal government, state governments and
managed care organizations to expand coverage and improve outcomes for persons living with
HIV and other disorders is the right thing to do.

| wish that | had more time to discuss with you all that | have dealt with, witnessed,
discovered, and have been educated about as a catastrophic disease advocate. By your
invitation, | will be happy to communicate with you on this issue in our nation’s health care
system.

I very much appreciate the opportunity to address this respected body. | would be
pleased to answer any questions that you may have.
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Ms. CHRISTENSEN. Thank you. [Inaudible comments.]
DISCUSSION

Ms. CHRISTENSEN. If people would write their questions out, I
think it would save time and (inaudible]

Ms. McGINLEY. Can I say something? Does anybody here work
for any Members from Pennsylvania? [No response.]

No. OK. I just happened to have something specific to the State
of Pennsylvania which I would share with people.

Mr. Younag. At CCD, the Consortium for Citizens with Disabil-
ities, we have a Web page, and we are going to be putting this in-
formation up on the Web page, too; so if anybody needs to get it
in electronic format, I put my e-mail address on the cover of my
statement, and you can either get the Web address from me—or,
Kathy, did you bring it—

Ms. MCGINLEY. Actually, we have it.

Mr. Younc. OK

Ms. CHRISTENSEN. Tony, is your statement on the table?

Mr. YOUNG. Yes, it is over there.

Ms. McGINLEY. Here is the Web address. www.radix.net/~ccd.
That will give the general page. This testimony will be posted on
the Health Task Force page—with other information that would be
helpful, too.

Ms. CHRISTENSEN. Questions, comments?

QUESTION. I have a question for Donald Minor. [Inaudible.]

Mr. MINOR. I believe she was wanting to know, at the beginning
of the implementation of TennCare in the State of Tennessee, what
were the major problems as far as catastrophic disease was con-
cerned, and then what has helped it improve to this point.

First of all, let me say this carefully, because other States are
looking at TennCare, and I am very alarmed at them copying the
same program. No. 1, TennCare was implemented by putting the
bu%y before the horse. Very simply stated, they enacted a program
without input from physicians who were specialists, and in many
instances, they did not have because they had no physician en-
rolled in TennCare at that particular hospital. He went to four
counties before he was treated, and it took me threatening the Gov-
ernor with putting him on the front page in the morning, and he
made the telephone call to get that patient treated. So we have
been through that, and we are still going through some of those
scenarios today. .

I met with Blue Cross/Blue Shield 2 weeks ago, talking about the
same problem with primary care physicians. If you are familiar
with the gatekeeper role, in order to get specialty care, you have
got to go to the primary care physician first and physically be re-
erred to that specialist. Well, if you are a primary care physician
and all of a sudden, overnight, they give you 1,700 patients, and
you have no earthly idea what disease states they have, and you
call in for an appointment, and they say, “Well, t{ne first appoint-
ment I can give you is 3 months from now,” you are looking at peo-
ple who are panicking overnight who have got to have medication
such as Factor 8 for hemophiha or protease inhibitors that you can-
not miss a day taking who are not able to get in to see a primary
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care physician and be referred. This has got to be addressed for not
just these two disease states, but many of the others.

Does that answer your question?

‘QUESTION. Yes. I was particularly interested in TennCare and
what the improvement has been.

Mr. MINOR. The improvement has been because many of the
major HMOs that are involved, which are 12 in TennCare, are now
starting to realize that they are having problems dealing with cata-
strophic disease, that the capitation rate is not enough to take care
of these disease states, and it has already bankrupted three of
those HMOs on catastrophic diseases. So they are coming back to
the TennCare roundtable and saying, We need to re-talk this.

So the recommendation is to leave catastrophic disease out of a
new demonstration project until you have all the bugs worked out,
and then roll in your catastrophic disease to where you have the
right skills and the right training to manage it.

Ms. MCGINLEY. May I add something, too? We have 1,200 State
and local chapters, and they try in their States to play a role when
States are working on these managed care waivers or plans. One
of the major concerns in a lot of States—and I can give specific
States if people are interested—is the fact that even tﬁjough advo-
cates are at the table, and they are part of the working group that
is supposedly developing the plan, often, when the plan is ready to
go to HCFA or whomever for approval, the concerns of the consum-
ers have not really been reflected or included in the plan, and nei-
ther has the expertise of the consumers been included in the plan.
That is a major problem.

Mr. GuIiDA. I should say in follow-up—and I agree with Mr.
Minor—the net improvement of TennCare is that there are now
200,000 or 300,000 low-income Tennesseans who did not have ac-
cess to health insurance before TennCare who do now. The savings
produced by TennCare, these reductions in managed care into the
Medicaid program, were sufficient to expand heaﬁ;h coverage to a
significant number of Tennesseans who did not have access to
health insurance prior to the program. That's the net—that’s the
most significant improvement produced by the program.

The effects of the program on specific disability groups have been
variable, and I don’t mean to editorialize. The mental health man-
aged care program in Tennessee is a disaster.

Mr. MINOR. Amen.

Mr. GuUIDA. It is chaotic. The State attempted to carve out—
meaning establish a special managed care program—for adults
with severe mental illness and children with serious emotional dis-
turbances. The capitation rate, the amount of money that the State
agreed to pay to the HMOs that ran that carve-out program and
then in turn the subcapitation rate, or the amount of money that
the HMOs paid to the community providers, is so low that the com-
munity mental health centers—there are only six community men-
tal health centers in the entire State of Tennessee—one of them is
in bankruptcy in Memphis, and another is close to bankruptcy.
There is a confidential HCFA site visit report which indicates that
part of the problem is that the HMOs that run the mental health
carve-out own private psychiatric facilities in the State of Ten-
nessee and are shuttling consumers to those inpatient hospitals
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rather than to community-based services, which is why the commu-
nity mental health centers in addition to the subcapitation rate,
which is very low, are in a state of financial crisis.

You have situations in Philadelphia where an individual in a
state of psychiatric crisis is referred to a psychiatric emergency
room, and that emergency facility will refuse to provide service be-
cause it is not under contract with the HMO that participates in
the public sector carve-out program.

That is one of the consequences of what we are talking about
here. So as I said, the effects are variable, depending upon the dis-
ability population.

QUESTION. I have a question for any of the panelists. Who are
the individuals and/or groups who are opposed to exempting per-
sons with special needs under Medicaid managed care, and what
are the arguments for opposing that?

Mr. MINOR. From my point of view, I do not see anybody who is
wanting to exempt anybody from managed care rolls in the States.
They are just wanting to make sure that they get a good grasp on
disease state management before they roll these people into man-
a}%ed care programs and are not adequately able to take care of
them.

Ms. MCGINLEY. The CCD Health Task Force and other disability
groups here have been supportive of a provision within Senator
Chafee’s bill which would have exempted individuals with disabil-
ities from mandated Medicaid managed care, and unfortunately,
that was not included in the Finance Committee bill.

Fortunately, Senator Grassley came up with an amendment to
set up the guidelines that Al talked about. The opposition that I
think would be—and I do not know—I am just saying that I would
think most of the opposition would come from States and Gov-
ernors who would like to have the flexibility to do this.

There is a GAO report, which I think you have copies of out
there, which was done last year. It shows how Medicaid managed
care serving the disabled challenges State programs. One of the
concerns for the disability community is the fact that the States do
not have the experience, they do not have the infrastructure, they
do not have the physicians, they do not have the physicians and
the other services in place, and to push people into that right now
is going to be very damaging.

Mr. YOUNG. Well, it’s not managed care per se that we are op-
posed to. It is poor managed care; it’s a lack of choice in managed
care; it's a lack of rights and quality that we see that people have
been forced into in managed care.

We feel that managed care is the wave of the future. It is an ap-
propriate way to get good service, and particularly preventive serv-
ice. I think the big misnomer now is that we have a health insur-
ance system. We don’t—we have a sickness insurance system—you
buy insurance against the fact that you may get sick someday, and
it doesn’t cover a lot of the preventive services and the things that
would keep you from getting sick. Managed care has the potential
to do that, and to bring all those services, medical care and support
services that people with disabilities need together in one place in
a coordinated matter that is both cost-effective and very efficient.
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But unless we get the choice and the consumer protections and
the quality and the outcomes that are promised by managed care,
then all you've got is another track for people with disabilities to
go into and die and disappear.

QUESTION. [Inaudible.] I was wondering what you hope to get out
of today’s meeting.

Mr. YOUNG. We wanted to respond to a request from a friend on
the Aging Committee and educate as many folks as we could about
our concerns about managed care and to move the process along to
a quality managed care system as quickly as possible.

Ms. LEONARD. I know one of our thoughts was to clearly dem-
onstrate the need for knowledge of each of the diseages. I think the
common theme across the table is really knowing what it means to
have Alzheimer’s disease, what it means to have a mental illness—
your point about the individual with schizophrenia—and all the
other illnesses that are profiled here.

Probably the most frustrating thing-—and I make it a point to
continue being “in the trenches.” I am a firm believer as a clinician
and as someone who is very interested in public policy, that I need
to eat, sleep and drink the realities of what happens in Washington
and in Hartford—and part of my frustration and many of my col-
leagues is that many decisions are made without the knowledge of
what it really means to have the disease. So if I may speak for my-
self and the association, it is to communicate to each and every one
of you that there are people with special needs, and as Susan so
eloqélently stated, even within the special needs, there are special
needs.

QUESTION. [Inaudible] and in an effort to make [inaudible] to
bring a great deal of attention to that.

Ms. CHRISTENSEN. Laying the background for additional forums
which will be more policy-oriented than this, describing who are we
talking about.

Mr. MINOR. | simply want to stress two words, and those are
“outcomes” and “accountability.” It is extremely important—even
though I speak for people with AIDS and people with hemophilia,
I also deal with almost 15 other inherited genetic disorders, and I
can tell you very strongly that we have not educated people about
outcomes monitoring, and it is a simple tool that lets you know
that you are doing the right things with the best outcomes.

I will make a statement quickly, that the new outcomes to, I
think it is called H-E-D-1-S, HEDIS, I have real concerns with be-
cause it does not cover a lot of things that deal with catastrophic
disease. If you are going to have an outcomes tool, it has got to be
designed with that in mind, because if you don’t know what the
benefit is going to be, how do you know the plan? It is very sim-
ple—if you do not understand the outcomes of mental illness or
Alzheimer’s or cerebral palsy or whatever, when those things are
not managed properly, then you have no concept of where the
spending is. I emphasize that we look at tunnel vision, seeing that,
hey, this is going to cost us “x” number of dollars today.

An example is for hemophilia, if a patient with hemophilia does
not get Factor on time, it is not just the fact that he did not %ft
his medicine on time—he now has permanent joint destruction; he
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now has to start looking at things like radial synovectomies at
$30,000, total joint replacement at $100,000.

If you are a payer, an insurance group or an HMOQ, it baffles me
why they do not understand—whicﬁrwould you rather pay, $1,200
for the Factor or $100,000 for a total joint replacement? Unfortu-
nately, we are having difficulty getting people to see that simple
little example, because they are too worried about what it’s going
to cost them today.

TennCare gives an HMO $1,260 to take care of somebody for a
whole year. Folks, in 1 month, in July, I used $47,000 worth of
medicine. Are you going to manage me with $1,260? Let me tell
you—the reality is that my HIVaﬁoc gets paid $8 to see me. His
answer to me is. Don, I'd rather take care of you free, because it
costs me $150 to get the $8 reimbursed.

Do you think they want to manage these States such as our for
$8? Folks, it just can’t be done. So I have to applaud—there are
a lot of dedicated people out there who are taking care of a lot of
these disease states, and they are not getting the credit because
they weren’t even asked for their input in the beginning.

I emphasize what she said—we have got to be heard. We can’t
just sit at the table and say: Gee, whiz, we had somebody from Alz-

eimer’s, and we had somebody here from cerebral palsy and men-
tal health. You have got to hear what we'’re saying, because in the
long run, the taxpayer is the loser, the Federal Government is the
loser, the State government is the loser, and most important of all,
the people we are trying to take care of are the losers.

Ms. CHRISTENSEN. Anybody else? [No response.]

Thank you all for coming.

I want to point out that we have three more forums in this room.
July 8, we're looking at the managed care industry and their abil-
ity to serve people with special needs. We'll have a representative
from GAO and a researcher, and we'’re hoping to get somebody
from an HMO.

On July 15, we are going to look at quality and outcome meas-
ures; andy on July 22, we'll have a panel discussing the State con-
tracting process and the problems they face between contracting for
Medicaid managed care.

Thank you all for coming. We really appreciate your attention.

[Whereupon the forum was concluded.]
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low, presiding.

OPENING STATEMENT OF MS. SUSAN CHRISTENSEN

Ms. CHRISTENSEN. Good morning. I'm glad you were able to come
this morning.

I am Susan Christensen, and I am a Public Policy Fellow with
the Aging Committee Staff, Senator Grassley’s staff. Also here
today is Ken Cohen from Senator Breaux’s staff, and I think some
other folks are here. Is anybody else here from the Committee? [No
response.]

OK. This is the second in a series of four forums on managed
care for people with special needs. If you were here for the first
forum on June 24, you heard that the Committee’s interest in this
topic greatly increased following a hearing we conducted on indi-
viduals with chronic conditions who were dually eligible for Medic-
aid and Medicare.

We discovered that many studies and anecdotal evidence re-
vealed significant issues that still need to be resolved when servin
people with special needs under a managed care plan. We divideg
those issues roughly into four main themes, which are the topics
of our four forums.

At the first forum, we got a picture of what it means to be a per-
son with special needs. Presenters described how health care needs
to be delivered in certain ways for it to be effective, illustrating
that people with chronic conditions don’t just need more doctor or
therapy visits; care must be individualized to the person’s needs.

Today our theme is the ability of the current managed care in-
dustry to do just that—deliver health care effectively to individuals
with a wide variety of specialized needs.

Our panelists will each do a short presentation, and then we will
have time for questions and discussion, so please jot down any
questions that come to mind as you listen. These folks are great
sources of information, so we hope that you will take advantage of
this opportunity.

There are two more forums after this. Next Tuesday, July 15, we
will focus specifically on how managed care plans, or any health
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plan for that matter, can measure quality for a population that is
so statistically small.

Finally, on Tuesday, July 22, we will have panelists discussing
the problems faced by States that want to contract to purchase
managed care plans for their Medicaid beneficiaries with special
needs. Each of these forums is at 9:30 in this room.

Our plan is to make a formal record of these forums that will be
available to Kou from the Aging Committee when we are done. I
want to thank LaVita Westbrook for or%anizing all these and keep-
ing us on track. She has done a great job.

Now [I'll introduce our panelists. Bill Scanlon is director of the
Health Financing and Systems Issue Area at the U.S. General Ac-
counting Office. He has been engaged in health services research
since 1975, Before joining GAO in 1993, Dr. Scanlon was co-direc-
tor of the Center for Health Policy Studies and an associate profes-
sor in the Department of Family Medicine at Georgetown Univer-
sity. His research is focused in particular on the Medicare and
Medicaid programs, especially provider payment policies, and the
provisién and financing of long-term care services, which is espe-
cially important for this population we are talking about.

Barbara Smith is a senior research staff scientist at the Center
for Health Policy Research at the George Washington University.
She is a lawyer specializing in health law and health policy analy-
sis. Her work focuses on iealth care financing and the Federal
budgetary implications of health care financing reform and the re-
structuring of the health care deliverg system. Some of you may be
familiar with the Center for Health Policy Research’s recent study
on Medicaid managed care contracts by the States. Barbara was
very much involved in that.

Patricia Riley is Vice President of Government Programs, Policy
and Planning for Medica Health Plans at Allina Health System
based in Minneapolis. Ms. Riley has over 20 years of professional
experience in health and human services, most of which is con-
centrated in Government health programs, including Medicare and
Medicaid. She is one of the developers of the Prepaid Medical As-
sistance Programs, or PMAP, in Minnesota. I am glad she could
come and join us today.

I believe we'll just go in the order of Bill, Barbara, and Patsy,
and I will go ahead and turn it over to Bill.

STATEMENT OF WILLIAM J. SCANLON, DIRECTOR OF HEALTH
FINANCING AND SYSTEMS ISSUE AREA, U.S. GENERAL AC-
COUNTING OFFICE, WASHINGTON, DC

Mr. ScaNLON. Thanks very much, Susan. I am very happy to be
here today as the Aging Committee considers the important issue
of managed care for people with disabilities, in particular people
with very significant service needs.

I would like to start by talking some about what was presented
at the panel 2 weeks ago, because I thought that their presen-
tations provided a number of themes which are important to kee
in mind as we consider the issues of managed care for people wit
special needs.

The panel 2 weeks ago demonstrated very vividly the broad
range of service needs for people with severe, chronic and disabling
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conditions, people who may have a physical condition or diagnosis
such as cerebral palsy, multiple sclerosis, spinal cord or traumatic
brain injury, hemophilia, or AIDS; also, people with mental retar-
dation, people with severe and persistent mental illness; and fi-
nally. Even though their conditions are covered by the above cat-
egories, the elderly stand out as a separate group, both because of
the prevalence of these types of conditions among elderly individ-
uals as well as the different financing arrangements available for
elderly individuals.

The panel described very well the need for services, services in-
volving the treatment of R;e conditions that these individuals had
that included medical and nursing services, therapies, drugs, pros-
theses, durable medical equipment. They also talked about the
services that related to the consequences of these conditions, con-
sequences in particular with respect to the loss of functioning and
that require an individual to need assistance with services like per-
sonal care, the maintenance of a household, or respite for family
caregivers.

I wanted to make that distinction because it is a distinction that
is not often made. There tends to be some confusion about the
range of services and who is responsible for what.

We hear many times that the system of health care in this coun-
try is not well-suited for people with chronic illness, and that may
be very well true in terms of both types of services. However, it is
very frustrating to be engaged in a d)i,scussion or a debate when one
party is talking about the services related to the treatment of a
condition, and another party is talking about the services that are
supposed to compensate for the loss of functioning that results from
having a condition.

It is also an important distinction, I think, when we talk about
the issue of managed care for persons with special needs, because
we are often not asking, or generally not asking, the managed care
organizations to assume responsibility for the services related to
the loss of functioning; what we are asking them to do is assume
responsibility for the services related to the treatment of the condi-
tions that the individuals have.

One of the other strong themes coming out of that panel was the
real complexity of needs on the part of medical and professional
services that any one individual is going to need, let alone the
whole population. An example was given of a boy with cerebral
palsy who needed the services of a pediatrician, and preferably or
most importantly, a pediatrician familiar with cerebral palsy, as
well as a neurologist, a urologist, an orthopedic surgeon, physical
therapist, occupational therapist, and speech therapist. A similar
case was described of an individual having spina bifida who needed
a neurologist, a hematologist, a gastroenterologist, a urologist and
an internist to help manage all of those specialties that were pro-
viding services.

It was clear that access to specialists is important, but even more
important, or a further distinction, access to subspecialists, special-
ists who are not just a neurologist, but a neurologist who special-
izes in the condition that an individual may have, and that there
is research that indicates that it matters whether or not an individ-
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ual is getting state-of-the-art treatment of his or her condition in
terms of the outcomes that that individual may have.

The third theme that came out of that panel was that this care
that individuals are going to require is care for a lifetime, and that
they have been strongly influenced by their conditions, that their
ability to work may have been compromised early in life—they may
never have had a chance to work, and they probably are not going
to have a chance to work in the future. Therefore, their economic
resources are often limited.

In addition, when some of these conditions occur very early in
life, their social resources are often limited. When you look at the
population of people with special needs, they are much less likely
than the rest of the population to have ever married, so they do
not have a spouse or a family, who are often the most important
caregivers for individuals with chronic conditions.

These people with special needs are a very important part of the
Medicaid program. Currently, the people who are elderly or have
a disability comprise about 28 percent of the Medicaid population,
but they account for 61 percent of Medicaid expenditures, and that
somewhat understates how expensive it is to care for individuals
or provide care for individuals with special needs, because after all,
there is a significant population of dual-eligibles, and Medicare is
pag'ingi a significant share of the cost of the medical care for those
individuals. :

We have seen in recent years the movement to Medicaid man-
aged care. It has been sort of an outgrowth of the rapid growth of

edicaid costs over the late 1980’s and early 1990’s and the belief
that managed care provides some opportunity to bring those costs
under better control.

In 1996, about 15 percent of the Medicaid beneficiaries were in
capitated managed care plans; however, 90 percent of them were
in the AFDC or AFDC-related categories. Only about 10 percent of
them were in the disabled or elderly categories.

Last year, we undertook a review of State activities with respect
to managed care for people with disabilities and the elderly and
found out that there were 17 States that were significantly in-
volved in providing services to these populations through managed
care. In six of these States, there was mandatory enrollment of in-
dividuals in managed care, and only one of these had 3 years or
more of experience when we did our review last year. The other
programs in the other 11 States were all voluntary and still were
relatively small, although there were about 12 States at that time
that were planning to implement some type of mandatory enroll-
ment for at least some of their disabled populations.

This review, as well as the discussions about the movement of
persons with special needs into Medicaid managed care has raised
questions about the readiness of States and the readiness of the
plans to serve this population, given that historically, the bulk
have been interested in mana esl care for a population of much
healthier people—the moms and kids in the Medicaid program.

Therefore, one of the things that I think we need to focus on is
what considerations we should keep in mind regarding the move-
ment of people with special needs into managed care. Starting by
looking at the managed care model, which involves the use of pn-
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mary care physicians as gatekeepers to ensure that services are
both approi)riate and necessary, and to avoid the use of unneces-
sary specialty care, as well as the component of the managed care
system where we pay managed care organizations with a capitated
payment which provides an incentive to both limit services and cre-
ates concerns about under-service.

We need to understand what kinds of implications these two
principal features of managed care have for populations with spe-
cial needs. One of the things that came out of the panel 2 weeks
ago was that the primary care model may not be the best model
for persons with special needs, and it suggested that there are at
least four areas that we need to address as we think about moving
individuals with special needs into managed care arrangements.

First of all, we need to ensure that there is an appropriate pro-
vider network established for such individuals. Second, we need to
ensure that the rates being paid to plans are set accurately, to both
fairly compensate the plan and reduce the undesirable incentives
to inappropriately service individuals. Third, we need to come to an
agreement on what should be the scope of coverage, given that the
services needed by such individuals may extend befrond what the
mana%;ed care organization is going to provide. Finally, we need to
know how we can hold plans accountable for ensuring that the in-
dividuals that have been assigned to them are receiving appro-
priate and adequate care.

I'd like to comment mostly on the first three today. I think that
on the subsequent panels on quality and outcomes as well as State
activities, we will also be addressing the fourth in more detail, al-
though I think my colleagues will also be addressing the fourth. So,
tﬁat with some overlap, I am going to limit myself to the first
three. .

As I said, the last panel indicated very strongly that we need to
have for individuals with special needs very good access to spe-
cialty care and even subspecialty care, and that that may be
counter to the normal model of managed care, where one sees a
primary care physician as the access point for all other services.
This does not seem like an insurmountable problem. These are in-
dividuals who have conditions that are chronic; they are going to
be conditions that they have for their full lives. One could imagine
that a managed care organization could screen an individual, iden-
tify their needs, and assign them to a specialist as their primary
care physician. .

However, there are a couple of drawbacks to that from the plan’s
perspective. One is that plans’ ability to control cost not only comes
from effective utilization review, but it comes from an ability to ne-
gotiate with physicians and other providers to get discounts in ex-
change for providing a significant volume of patients. Also, it in-
volves a much broader array of specialists. Specialists who are
going to serve very few patients really takes away a lot of the le-
verage that plans may have in ne%;)tiating with physicians.

The other disadvantage from the perspective of a plan is that
having a specialist who is very good at dealing with a particular
type of special need can often be a magnet for people with those
special needs to be attracted to that plan. That raises the issue of
whether the plan is going to be fairly compensated if it actually has
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a larger population of people with a particular and, furthermore,
an expected need.

The issue of rate-setting is the second important issue, and we
need to be concerned about it because there is dramatic variation
among people who are classified as disabled under the SSI cat-
egories. There are some individuals, for example who suffer from
blindness, who are generally healthy otherwise and who have very
limited expenses. At the other end of the sxl)ectrum, is someone who
is a quadriplegic, who has quite considerable expenses.

To give you an example of the range of cost differences, in the
State of Colorado, the highest cost for the bottom 20 percent of peo-
ple who are categorized as disabled in the SSI program was $234
a year. That was the top of the bottom 20 percent. The bottom of
the top 20 percent, or the 80 percentile, was $10,425 a year. If you
were to pay an average rate for all people with disabilities in Colo-
rado to managed care organizations, you would be paying them
$3,300 a year, some people costing that plan $400, others costing
that plan $10,000.

It is clear we need to vary the rates to pay appropriately for indi-
viduals with very different needs as well as to change, or at least
mute, the incentives for plans to seek out the individual that is
only going to cost $400 and avoid the person who is going to cost
$10,000. This is important in protecting both the plans that are un-
lucky enough to get an adverse selection of people with very high
costs as well as to protect beneficiaries by ensuring that plans have
adequate resources to serve their needs.

There has been a lot of discussion about varying rates through
processes known as risk adjustment where we take into account in-
dividual characteristics in setting the rate that we are willing to
play a plan, but for the Medicaid program, there has been very lit-
tle done in terms of actual experience with risk adjustment. At the
time of our review, there were only three States that had risk-ad-
justed rates or were contemplating risk adjustment of their pay-
ments for people with disabilities. Most States had the feeling that
it was either too costly a process or too administratively difficult
a process to undertake. Since that time, there have been other
States that are at least considering the adoption of risk-adjusted
methods for their payments for people with disabilities in managed
care.

The process of risk adjustment involves having to get some infor-
mation about the individual upon which to base rates. The type of
risk adjustment that you may be most familiar with is the Medi-
care program, which uses largely demographic characteristics, and
has been roundly criticized for the ina(gquacy of that risk adjust-
ment process. In fact, the risk adjusters that Medicare uses account
for only about 3 percent of the cost variation among Medicare bene-
ficiaries, and the feeling is that as people join managed care today
in the Medicare program, the program rather than saving money,
is actually losing money as enrollment grows. _

There has been mucg; research and much discussion about mov-
ing to a better system, a system based on demographics, on health
status or prior utilization, but there are both administrative prob-

lems and structural problems with both—administrative problems
associated with the problem of trying to gather the information and
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have it available in a timely fashion so that it can be used. The
structural problems relate in part to the incentives that are cre-
ated. If one uses characteristics of individuals such as diagnosis,
there become incentives to upcode the diagnosis, in other words, to
overstate the severity of an individual’s condition. If one uses prior
utilization as a measure of a person’s health status, and very fre-
quently, hospitalizations are cited as the service that should be the
marker of more expensive individuals, you have created an incen-
tive to hospitalize someone. We don’t have the practical experience
to know how severe these problems are.

In addition to the rates we pay health plans, besides risk adjust-
ment, there are issues of how we should adjust the structure of
rates to try to improve the incentives that exist in our payments
to manaFed care organizations. We would like to try to reduce the
potential for profit or loss associated with providing services to any
one individual, and this can be done through two different devices.
One is reinsurance, which most States have embraced, where plans
are protected from having particularly expensive individuals to
serve or from having a whole population that is too expensive to
serve. As a plan’s costs rise, the State or some other reinsurer will
s}llare in the excess costs above some level in order to protect the
plan.

The other adjustment would be an adjustment known as risk cor-
ridors where, in addition to protecting plans against excessive
losses, we prohibit plans from having excessive profits.. We ask
plans whose profits exceed a certain %evel to share those profits
with the Medicaid program in order to discourage the incentive for
underservice.

Let me turn now to the final issue that I want to discuss today,
which is the issue of establishing the boundaries for service cov-
erage. There are two aspects of that. First, there is the demarca-
tion between the supportive-type services that I mentioned earlier
that are needed to compensate for the loss of functioning associated
with chronic condition, and second, there are the issues associated
with medical and health care.

Long-term care or supportive services distinction and distinction
from medical services is important to ensure that there is coverage
for all the services that an individual is going to need and that an
appropriate payment is made to the managed care plans for the
services they are expected to be providing.

Now, having said that, it is not an easy task to divide those two
sets of services up, because there is a major gray area in the
boundaries that exist between the two types of services.

The second concern about the definition of services or the respon-
sibility for services is something that we uncovered in our review,
discussing this with individuals with disabilities, and that is that
medical necessity definitions that are often used may not apply
well to a population with special needs.

Medical necessity definitions are often focused around rehabilita-
tion, improvement, recovery, whereas individuals with a special
need and a chronic condition that is not going to get better may
have a very important need for services in order to maintain their
existing functioning, to relieve pain that is associated with their
condition. Generally, there is not going to be the outcome in terms
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of recovery or rehabilitation that we often expect from other kinds
of conditions.

It is very important as people with chronic conditions move into
managed care that these other goals become identified and accept-
ed as legitimate goals and that the plans recognize that services
are going to be provided to achieve those kinds of goals. It is a dif-
ficult issue in part because we don’t have good research to establish
the relationship between services and these goals, which are some-
what more subtle than outcomes such as rehabilitation and recov-
ery.

In conclusion let me say that I think the panel 2 weeks ago did
an excellent job in terms of expressing the range of needs of per-
sons with special needs as well as expressing some concerns about
thei, capacity and interest of managed care in serving such individ-
uals.

However, management of care is something that such individuals
may actually benefit from. We heard very vividly how complex the
care is that such individuals require, and having a manager to as-
sist one through the maze of providers seems like an ideal situa-
tion. It is a situation that does not always arise in the fee-for-serv-
ice system, and turning to managed care organizations may provide
us an opportunity to increase its prevalence. It seems something
that managed care organizations should be capable of undertaking
and doing well, but we do need to be very concerned that we pay
them appropriately for the tasks and that we hold them account-
able for accomplishing the tasks that we have asked them to do.

That is all. Thank you very much. I would be happy to answer
any questions that you may have later.

Ms. CHRISTENSEN. Thank you.

Barbara, before you get started, if anybody wants to come up,
there are some seats up here.

Barbara.

STATEMENT OF BARBARA MARKHAM SMITH, SENIOR RE-
SEARCH STAFF SCIENTIST, CENTER FOR HEALTH POLICY
RESEARCH, THE GEORGE WASHINGTON UNIVERSITY, WASH-
INGTON, DC

(IIVIS. SMITH. I am Barbara Smith, and it is a pleasure to be here
today.

I want to tell you a little bit about the contract study that we
did at the Center for Health Policy Research, because in many
ways, the study that we did is the empirical confirmation of the
guidelines that Bill just set forth.

We took the contracts between the States and the Medicaid man-
aged care companies, and we analyzed the content of those con-
tracts according to specific parameters and guidelines, looking, for
example, at what the contracts required in terms of network com-
position or quality assurance programs or how they handled enroll-
ment.

I want to emphasize that this study looked at the four corners
of the contracts only; what was the infrastructure, what was the
relationship, what were the requirements and specifications set
forth in the contracts. We did not do field visits. We did not do a
qualitative studies on which States had better managed care pro-
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grams than others, and in fact the contract probably could not tell
you that because it does not tell you how the States enforce their
contracts.

What we found with respect to disabled populations was particu-
larly interesting. Obviously, there is tremendous variation amon
the States. The States are operating in radically different manage
care markets. Some States have had sophisticated managed care
markets for years, and the States can easily move into those mar-
kets. The plans have been operating in markets that have taken
in different types of populations. Other States have just started to
develop managed care. Large portions of their populations have
never heard of HMOs. So you are talking about dramatically dif-
ferent capability levels within the markets.

Having said that, I think that what we should say in general
terms is that the Medicaid managed care contracts tend to parallel
the commercial managed care experience, and by that, I mean that
it is a managed care system designed to meet the needs of popu-
lations that need mainly primary care and that are basically
healthy working populations. That is the market that the managed
care industry has served over the years.

What is emphasized in these contracts is basically health care
systems that are designed to meet the needs of the AFDC popu-
lation, women and chi%gren. When they talk about network speci-
fication, to the extent that they mention specialists, and many con-
tracts do not even mention specialists, as part of the network com-
position, they will mention general pediatricians, they will mention
obstetricians. They do not, for example, typically mention pediatric
neurologists or geriatric neurologists. They do not talk about mul-
tiple specialists %eing necessary.

Interestingly enough, many of the contracts when they list the
services included in the benefit package do not speciﬁcall);' include
case management services, which is one of the things that you tra-
ditionally associate with managed care. This would indicate that
they are not envisioning carin%1 for a population that requires ex-
tensive complicated interactive health care services.

There are a few contracts that mention the ability to choose a
specialist as a primary care provider in certain circumstances, most
typically for prenatal care. Those contracts that do, again, are still,
as Bill mentioned, operating on a primary care model as opposed
to envisioning a patient care system where somebody may need
multiple specialists to be activef;' engaged on an ongoing basis in
caring for the person, and what you are looking for at that point
is case management services. ’

The other thing that the contracts often do not address is the
issue of people in on%oing treatment and how you transition them
into managed care. If you can, envision somebody coming into this
system. The State sets up the Medicaid managed care program,
somebody is enrolled in this managed care plan who has had an
ongoing relationship with a specialty outpatient clinic at the city’s
public hospital for years, and they have a detailed plan of treat-
ment and management and a series of prescription drugs as lon,
as your arm. Now they are enrolled in this managed care plan, an
all of a sudden, they are no longer dealing w1t%\ those providers
that they have been dealing with. It is not even clear whether they
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are entitled to renew their prescriptions as they come into this
managed care plan, and the contracts have simpi;' not set up the
infrastructure, generally, to deal with that.

Now, some contracts have, and when they do, they will, for ex-
ample, require that the plan pay for the person to continue with
their previous provider until such time as the plan can arrange an
appointment and evaluation by a plan provider; that they have got
to continue with the same prescription drugs until such time as
their drug therapy regimen can be reviewed by a plan provider and
either changed or reinstigated by a plan provider. But at least
there is a hook-up.

Now, that does not guarantee that the person continues to get
the same level of care once they get into the plan, that they are
Eoing to continue to have access to the same types of specialists,

ut 1t at least assures a nexus between the two systems. The issue
of continuing the treatment and how you assure continuity of treat-
ment becomes much more complicated, and those few States that
have dealt with the issue have basically done so through requiring,
again, specifications of certain types of specialists in the system—
that they have to have pediatric neurologists, pediatric hema-
tologists, geriatric providers of all different types and subspecial-
ties. Some require that they have, for example—this is not a chron-
ic illness—but specialists with an expertise, for example, in dealing
with tuberculosis. Most do not. I would say you almost never see
contracts specifying network composition made up of providers who
meet condition-specific or disease-specific expertise.

To back track a little bit, the interesting thing is that the dis-
abled population, as Bill mentioned, is really in theory ideally suit-
ed for managed care, unlike the AFDC population, which is the
population that we are most rapidly bringing into managed care,
because the disabled population are “lifers” on the system, and
managed care tends to operate best in an environment where they
have continued enrollment so that they may have the incentives to
provide the preventive care, the maintenance care to maintain
function. These people do tend to be very long-term enrollees if you
get them in, so that if everything worked according to theory, they
would be ideally suited for managed care. But this is an evolution-
ary process, and what has happened is that the industry in the
commercial sector and the private sector has not developed this
k}ilnd of capability, and therefore, the public sector basically mirrors
that.

It is a process that will occur gradually over time, incrementally,
but the notion that you can somehow, as if Venus springs from
Zeus’ head full-grown, in one fell swoop, transfer large segments of
people with complicated health care needs into the managed care
system before it is largely ready, I think is going to be a misplaced
notion; it is not going to work, and I don’t think the plans are going
to be ready to take them, and there is going to be a lot of resistance
ir}ll the marketplace to integrating them before the capability is
there.

In terms of payment issues, we have talked a lot about the need
to risk-adjust payment to adequately pay for people who have more
complicated health care needs. I think that at this point, it is use-
ful to bring out the fact that we really have not come very far in
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risk adjustment methodology even for largely healthy populations.
So that when we talk about risk-adjusting the payments, we are
reallg—and Bill, you can correct me if I'm wrong—we are really on
the frontier. The down side risk of that is that if you do not risk-
adjust correctly, obviously, you are either overcompensating or
undercompensating the plan. If you are overcompensating the plan,
you are going to be basically skimming off other services that need
to be provided in other plans to other populations. If you are
undercompensating, you run a severe solvency risk. Solvency
sounds like a “techie” issue. But everything turns on solvency, be-
cause if the plan is running into solvency problems, it means they
have cash-flow problems, it means that t?ﬁ'ey are then going to have
strong incentives to cut back on services because they can’t pay the
providers. So that at every step of the way, the solvency of the plan
is a critical quality assurance to services being providecg'.

Now, I just participated in a video conference in Pennsylvania
where they are trying to set up their Medicaid managed care pro-
gram, and they had a lot of questions about how to go about it. One
of their questions, interestingly, was should they, could they, set up
a separate HMO where they exclusively enrolled all of their AIDS
patients and HIV-positive patients. From the clinical perspective
that has a certain amount of appeal because it assures that you are
going to get a very expert network that knows how to treat these
patients, that is going to be basically up-to-speed on all the re-
search, that is going to have a lot of clinical experience—and we
found with tuberculosis and with AIDS treatment, like with cardiac
bypass surgery, the number of times that a clinician is involved in
treatment for a specific condition makes a radical difference in
terms of the outcome for a patient.

So the clinical advantages are substantial. The financial prob-
lems in terms of how they risk-adjust that payment to that HMO
are huge because they are now talking about an HMO comprised
exclusively of very high-cost enrollees whose prescription drug ex-
penses alone would be $15,000 a year. What they are also doing,
of course, is they are freeing up allythe rest of the Medicaid HMOs
from any of those responsiiilities, so not only are they going to
have to pay this HMO a very large capitation, but they are then
going to have to ratchet down substantially the other HMOs that
arle elivering primarily well care, and then their market changes
alot.

So these are the kinds of issues that are coming up on the face
of the contract, in the course of the States trying to implement
plans. In terms of access to subspecialists, I have to say that there
is very little language in the contracts themselves. It does not
mean the plans are not providing it, but it means that in terms of
getting accountability, measuring it, enforcing that if you have the
need to do it, there is just very little there.

In most States, enrollment of disabled people in Medicaid man-
aged care is voluntary; in many States, it is excluded. So again,
they are leaving those people in the fee-for-service sector for a rea-
son, and the reason is that the evolution just hasn’t gone that far
yet.

I want to elaborate a little bit on what the contract showed in
terms of medical necessity. I guess I should add a caveat at this
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point and say that Patsy comes from a State that is the exception
to everything that I've just said, and she is going to talk to you
about what States that are the exception are doing. Minnesota is
the exception in everything, from specifications to market experi-
ence to payment level, and I'll let her talk to you about that. So
it can be done, and we do have an example of what the future can
look like, but for most States, that future is still pretty far away.

In terms of medical necessity, what we find is that the contracts
typically do not have a medical necessity definition which mirrors
the Medicaid statutory definition of medical necessity. They have
what are commercial insurance definitions of medical necessity. A
lot of that is tied, again, to treatment for injuries or illnesses, but
not conditions, and that does not even get down to the sub-issue
that Bill addressed, of whether you are treating a condition or you
are providing support services for a condition. That is a level of
analysis, which is two or three stages beyond where medical neces-
sity is in these contracts, and frequently, they will include defini-
tions of medical necessity that are not only not coextensive but in
fact are inconsistent with the Medicaid definition. For example, the
treatment has to be cost-effective. Part of the problem with that is
that—I have been in health policy for some period of time, and I
do not know how one defines cost-effective medical care. There
really is not a consensus on how you evaluate cost-effectiveness.

The other issue, of course, is that under Medicaid, the definition
is that the care has got to be reasonably designed to achieve its
purpose, and cost-effectiveness is not a consideration. So then, you
are left with the States essentially having to pay for care outside
the managed care context, so they have paid a capitation, and then
they have got to pay for other care that is not covered by the capi-
tation, whether that is intentional or not intentional on the part of
the States.

So the medical necessity issue—not only how it is defined, but
how it is applied—is a very important issue for the disabled popu-
lation, and unfortunately, I can say that none of the contracts ad-
dresses the issue of evaluating—well, let me back off of “none”—
very few—plans are applying medical necessity standards.

I want to talk about some other issues just in terms of account-
ability that are in pending legislation right now regarding Medicaid
and I think Medicare, but certainly Megicaid managed care. In the
Senate version of the bill, States must give plans pre-termination
hearing rights before a State can terminate a plan for lack of per-
formance. This is unprecedented. We have never in Medicaid or
Medicare law given providers pre-termination rights. They are enti-
tled to termination hearing rights, but not pre-termination hearing
rights, because of the fact that they may be delivering care in a
way that endangers life, and so the need for the State to move—
“thedState” meaning the sovereign—quickly has always been recog-
nized.

The cases in litigation at the State level indicate that when you
give plans pre-termination rights, it is very hard to get them out,
to terminate them summarily or to get them out quickly, and in
fact it is very hard to get them out before the end of the contract
term at all with pre-termination rights.
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This has pretty serious implications for the disabled population
where, if a plan is not providing services, they are particularly at
risk. The State’s ability to come in and pull them out of a plan be-
cause their enrollment is now the property of the plan becomes
very difficult. So these kinds of issues in pending legislation are
going to have a significant impact on your ability to move these
populations in. If plans have pre-termination rights, you may have
to reconsider how quickly and how much and what extent of serv-
ices you are going to put into managed care plans.

The other issue in terms of what is going on right now that will
affect the disabled populations is in the current plans for Medicare
and choices of plans. In other words, people now will start getting,
as Federal employees get, a packet of materials where they can
choose their plan or they can go into the traditional Medicare pro-
gram. Obviously, the expectation—if you do not choose a plan, you
automatically go into the traditionally Medicare program. The de-
fault provisions right now, default enrollment into traditional Med-
icare, are now regarded as somewhat ambiguous. That is, every-
body thinks that people who do not enroll are going to go into the
main Medicare program, but the language itself is somewhat am-
biguous, so that theoretically, it would be possible through regula-
tion or subsequent legislation or whatever to have something else
happening with those default enrollees.

I think that if this is an area where everyone has very clear ex-
pectations about what they think is going to happen, you need to
be sure that the legislative language clearly reflects that expecta-
tion. Given the fact that certainly in Medicare managed care, there
is also a similar lack of experience with disabled populations, you
want to be sure that you are not pushing people into these systems
sooner than these systems are ready to take them in.

I think at this point I'll stop.

[The prepared statement of Ms. Smith follows:]
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TESTIMONY OF BARBARA MARKHAM SMITH
U.S. SENATE SPECIAL COMMITTEE ON AGING
APRIL 29, 1997

The transformation to managed care may be the most important development since the
rise of modern medicine and the use of insurance to pay for health care. This transformation has
not only changed the relationship between providers and patients but also has transformed

Medicaid from a health care financing program to one of the nation's largest purchasers of

private insurance. As a result of the move to Medicaid managed care, the Center for Health

Policy Research undertook a nationwide study of the managed care contracts between states and

managed care plans.

The study -- which is in its second i)hase -- has two purposes. The first is to present an
overview of the structure and content of ;he detailed service agreements which describe Medicaid
managed care arrangements, including what populations participate and how services are
structured. The second purpose is to identify key i§sues pres;nted by Medicaid’s shift from payor
to purchaser of managed care.

In a transformation of this magnitude, the states face enormous challenges in their effort
to construct integrated delivery systems for poor people and people who have special health care

needs, an effort which has no parallel in the private insurance sector. Among the primary

challenges is convincing private companies to enter the Medicaid market which offers relatively

low capitation rates.
While some states have longstanding experience with managed care and operate in
mature markets, many states do not. “Firetransformation to Medicaid managed care is thus inits

infancy and is a highly evolutionary process. Accordingly, states generally -- with some notable
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exceptions - have largely based their managed care programs on the private employer model that
offers primary and acute care to a population composed of relatively healthy young families -- the
AFDC population. As with the private sector, states have less experience with managed care for
the elderly and disabled.

Theoretically, the dually eligible population is ideally suited to managed care because the
complexity of their medical needs lends itself to case management and coordinated care. In
addition, dually eligible individuals af€ enrolled in the Medicare and Medicaid programs on a
long-term basis making enrollment more stable and tracking and monitoring of care more
feasible to'assure clinical coordinafion and accountability by the plans. The long-te—rm
enrollment of dualeligibles also creates more incentives for plans to make investments in care
that pay off onTy in the long term. This stands in stark contrast to the AFDC population which
tends to be enrolled in Medicaid only episodically, churning in and out of the prc-)gram and
,thereb)Tm;eating plan disincentives to preventive investments in care. -

While manageﬁ care should theoretically work well for chronically ill populations, the
marketplace to date is only at the beginning stages of development. As seen in the attached
table, many states exclude certain disabled populations from mandatory plan enrollment.

Whether this exclusion is inititated by the stz;tes or by the plans entering the Medicaid marketis
unclear. Even where disabled populations are included, state efforts to develop the specifications

for provid'ing care to chronically ill, disabled people and the frail elderly are in very early stages

of evolution. )

Because managed care in the private employment sector has been used almost exclusively
for healthy, often young, w-orking families, there is simply very limited experience upon which

to develop standards for care of the disabled/chronically ill population in 2 managed care context.
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Therefore, states are faced with the challenge of first trying to define what services and
structures are needed and then trying to translate these definitions into a contract. The limited
experience of plans in caring for these types of populations - in contrast with the traditional
medical system who has cared for them almost exclusively — would indicate that these standards
should not simply be left to plan discretion.

The early stage of evolution for this process is clearly reflected in the contracts
themselves. For example, even where diabled beneficiaries are technically eligible, we can see in
the attached table that language on inclusion of specialists in the provider networks is provided in
only a miﬁority of state contracts. Indeed, network requirements tend to focus on primary care
providers, pediatricians, and maternity care providers -- providers appropriate for the AFDC
population. Similarly, provisions dealing with transition arrangements for people in on-g;)ing
treatment, access to specialists, on.- special communication services for diabled people are
relatively rare. Vinua.llx _ali contracts specifically exclude long-term nursing home care from
plan services.

It is important to note that these problems do not affect only dual eligibles but affect all
people with complex health care needs. A disabled child enrolled in a2 Medicaid managed care
plan who is not eligible for Medicare needs the same network sophistication as-a-dually eligible
-aduit.

Our initial review of 1996 contracts indicates that some states are moving more
aggressively to enroll disab-ied populations. Florida, for example, now specifically incorporates
a frail elderly program in its managed care system. Massachusetts and Minnesota are also
engaged in a targeted effon to include the chronically ill into their managed care programs.

However, these states are the exception, not the rule.
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Plans have not shown a willingness to enter this high-risk market for relatively low
capitation rates. Setting an appropriate risk-adjusted premium remains a major challenge and it
seems unlikely that the integration of the dual eligible population could be accomplished purely
on the basis qf capitation. Some blending of capitation with stop/ loss provisions and fee-for-
service payment would likely have to occur.

Other financing problems are likely to have a chilling effect on the evolution of managed
care for this population as well as for the AFDC population. S;:eciﬁcally, the de-linking of
welfare and Medicaid will probably cause an actuarial worsening of the Medicaid risk pool. This
will occur because instead of relatively healthy families automatically becoming enrolled in
Medicaid, people will tend to be enrolled only as they become ill or.seek services. As the risk —
pool worsens while the capitation payment remains stable, the ability to attract plans will -
decli.ne. b

A per capita cap on Medicaid payments would merely intensify this effect. This would
occur for two reasons. First, the cap would not reflect the actuarial needs of the worseni_ng risk
pool since the cap is based on the existing composition of the risk pool. Secondly, the cap’s
baseline as proposed is drawn from a period of unusually low Medicaid spending, unlike the
welfare cap which is based-on a period of high welfare spending, giving states a much more

- comfortable margin with which to implement new programs during a ;;a)d of strong economic
growth. The combined effect of worsening risk pools and the implementation of a Medicaid per

- capita cap is the most effective way to bring any further evolution of the Medicaid managed care

market to a screeching halt. Efforts to coordinate care for dual eligibles even in the traditional

health care sector will become much more difficult under these financial constraints.
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The market participation might improve ,if Medicare funding streams are added to the
capitation since Medicare rates are higher than Medicaid rates. This would best be accomplished
by having Medicaid and Medicare contribute separately and jointly to the premium rather than
trying to merge the funding streams. Separate contributions to the premium would present less
risk to the Medicare trust funds. Specifically, Medicare remaiﬁs liabie for Medicare services to
the dually fligible population. If beneficiaries fail to get services from plans, Medicare may end
up paying twice for the same services — once in the capitation to the plan and again to pay for
those services in the fee-for-service sector if the plan fails to perform. This risk is minimized if
Medicare is‘getting direct accountability from the plan and-is paying for care only in federally
qualified plans. In addition, this payment approach could be used as a mechanism to encourage
federally qualified managed care plans o participate in the state Medicaid markets, improving
the market for Medicaid-only programs.

In attempting to create bétter coordination of care and a continuum of care, it is
important to recognize that t{le market may not yet be ready to absorb some of the policy changes
considered desirable. Accordingly, substantial acceleration of the enrollmgnt of the dually
eligible population into managed care cannot realistically occur until a greater consensus is
reached regarding the network and administrative capabilities required to provide and coordinate
'adec‘;uate clinical-;e. Further work on methodologies for measuring performance and tracking
outcomes may also‘ assure that patients benefit from the transition from fee-for -service care
from traditional providers to the m;maged care system. "While Medicare funding may be essential

to attracting plans to this market, assuring administrative and financial coordination to maintain

acccountability to the federal taxpayer remains problemmatical in most states. Given the tenative

nature of this market, we believe that slow and careful expansion offers the best option for dually
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eligible people and for the programs. Because integration into managed care of necessity will
occur over an extended period of time, attention should not be diverted from how to improve

coordination of care and services within the existing system.




Table 1.a  Selected Provisions Related to Disability
Does the contract or RFP address whether: 1) certain categories of recipients are enrolled, 2) specialty providers are available in the
network, and 3) special communication services are available folr persons with disability?

AZ CA co cr DE oc FL GA H1 n 1A KS XY ME MD MA M1 MN MO MT
FULL MH FULL BH MH  SA
Managed Care Enrolled Population (excerpted from Table 1.1 of study)
Persons with disability o ie ie L [ *E ‘e | E [ ] ° ® 3 oE ofE E E ofE
Elderly e |k e o ® {%E | g E * ° ° oE
Residents of long-term E i®€E E I E E oE oE *E |BE | E
care facilities
Persons needing long- E i°*E ° ® ° o/E
term home and
community care )
Provider Network Standards (excerpted from Table 3.1 of study)
H H i i H H H
Specialty care providers o i { o le ! ot 5 1 ® ! . ! e i i i ! hd l ' hd l
Translation Services and Cultural Competknce (excerpted from Table 3.6 of study)
T
Disability- . .
communication capacity
required in network
Materials in other e ie [ L] L) L] e ie ] ] [
language or in form
useful to people with
disabilities
Services for persons with [ [ ) [ ] [ ] [ ]
speech, language,
hearing, or vision related
disabilities
L] means 1pat an issue was addressed in the contract or RFP,
E means that the enrollment category has been explicitly excluded from the contract or RFP.

®/E means that certain groups within avLenrolImcnt category have been explicitly excluded from the contract or RFP.

a reflects state revisions of contracts or RFP subsequent to study period and incorporated at state request.
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Table 1.b Selected Provisions Related to Disability

Does the contract or RFP address whethtr: certain categories of recipients enrolled, 2) specialty providers available n the network, an 3)

speial communication ervics are available for persons with isability?
NE NH NS NY NC on OR PA RI ™ ' 7TX ur A YA WA wy wi
FULL Ml FULL Ml FULL MH FULL MH FULL MH
Managed Care Enrolled Popoulation (from Table 1.1 of study)
® L] [ [ L] L] o i L] (IR I IR J [ e i0D Persons with disability
[ [} . o le [} e lejeie ° [+ ] Elderly
E [ E {°*¢ [} [} [ e {E Residents of long-term
care facilities
o ) L] [ ] ° L] . L] o Persons needing long-term
' } ! home and community care
i Provider Network Standards (from Table 3.1 of study)
i i i T i
[} i ‘0 ) i ie i e z I l. !. {01 l l l. (0 l l l. Iﬂ I Specialty care providers
Translation Services and Cultural Competence (excerpted from Table 3.6 of study)
Y . | Disability-communication
capacity required in network
[ [ L] L] L] [ [ [ [ ] [ ® Materials in other language or
! in form useful to people with
I disabilities
[ o ieo e [ ] [ ] ‘le o le L] L[] Services for persons with
speech, language, hearing, or
vision related disabilities

® means that an issue was addressed in the contract or RFP.

E  means that the enroliment category has been explicitly excluded from the or RFP. |
o/E means that certain groups within an enroliment category have been explicitly excluded from the contract or RFP.
B reflects state revisions of contracts or RFP subsequent to study period and incorporated at state request.
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[sm: ] Variations in contract language: Medical necessity definitions

Federal law r¢quirement for Medical Necessity:

“(b) Each_é_ervice shall be sufficient in amount duration and scope
to reasonably achieve its purpose.

(c) The ...agéncy may not arbitrarily deny or reduce the amount
duTation or scdpe of a required service...to {a] recipient solely because
of the diagnosis, type of iliness or condition

(d) The agency may place appropriate limits on a service ba;sed on
such criteria as medical necessity or on utilization control

procedures.” o
| 42 CFR 440.230
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Varkution.s in contract language: Medical necessity definitions

L
“The health care services listed below shall be provided by the:

t .
contractor to enrollees as covered benefits rendered under the terms
of this contract. Provision of these services shall be equal in

amount, duration and scope as established by the Medicaid

' program, in accordance with medical necessitylwithout any -

predetermined limits unless specifically stated, and set forth in the
Medicaid Provider Manuals...”

New Jersey Contract
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Variations in contract language:  Medical necessity definitions |

“The term ‘medical necessity’ and ‘Medically Necessary® with reference to a covered
service means health care services and supplies which are medically appropriate and 1.
necessary to meet the basic health needs of the Client; 2. rendered in the most cost
dffective manner and type of setting appropriate for the delivery of the Covered Services;
3. consistent in type, frequency and duration of treatment with scientifically based
guidelines of national medical research or health care organizations or government
agencies; 4. consistent with the diagnosis of the condition; 5. required for reasons other
than the convenience of the Client or his or her physician; 6. no more intrusive or
restrictive than necessary to provide a proper balance of safety, effectiveness, and
efficiency; 7. of demonstrated value; and 8. a no more intensive level of service than
can safely be provided. The fact that the Physician has performed or prescribed a
procedure or treatment or the fact that it may be the only treatment for a particular injury,
sickness or menta! illness does not mean that it is Medically Necessary. Services and
supplies which do not meet the definition of medical necessity set out above are not

" covered.” Nebraska Contract
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Variations in contract language:  Relationship between managed care plans’
and other parts of the health system

“This section implements sections 1902(a)(11)(C) and 1902(a)(53) of
the Act, which provide for coordination of Medicaid with the Special
Supplemental Food Program for Women, Infants, and Children (WIC)
under section 17 of the Child Nutrition Act of 1966...

A State Plan must provide for-

(1) Coordinating operation of the Medicaid program with the State’s
operation of the Special Supplemental Food Program for Women,
Infants, and Children... ‘

(Bf) Refemng individuals described under paragraphs (c)(2)(i) through

(iv) of this sectjon to the local agency responsible for administering the
WIC program.” 42 CFR 431.635(c)
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Variations in contract language:  Relationship between managed care plans
and other parts of the health system

“T]'\is section implements sections 1902(a)(11)(C) and 1902(a)(53) of
the Act, which provide for coordination of Medicaid with the Special
“Supplemental Food Program for Women, Infants, and Children (WIC)
under section 17 of the Child Nutrition Act of 1966...

{
A State Plan must provide for-
(1) Coordinating operation of the Medicaid program with the State’s
operation of the Special Supplemental Food Program for Women,
\lnfants, and Children...
(3) Referring individuals described under paragra;[)hs (c)(2)(1) through
(iv) of this séction to the local agency responsible for administering the
WIC program.” 42 CFR 431.635(c)
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Executive Summary
1. Setting the Context
1. The Transformation to Managed Care

The transformation to managed care may be the most
important development since the rise of modern medicine
and the advent of insurance as the central means of paying
for health care. A relative rarity only twenty years ago, man-
aged care insurance now claims enroliment of over 150 mil-
lion Americans. This transformation not only changed the
relationships between patients and providers but also trans-
tormed Medicaid from fee-for-service government health in-
surer into a large-scale purchaser of private insurance.

This study has two purposes. The firstis to present an
overview of the structure and content of the detailed service

agreements which describe Medicaid managed care arrange- *

ments. The second is to identify key issues presented by
Medicaid’s shift from a government insurer to one of the
nation's largest purchasers of managed care. This study
should not be read as an analysis of the quality of Medicaid
managed care systems generally, nor should it be read as
an analysis of the entire legal framework in which Medicaid
managed care operates.

This analysis of 37 states’ Medicaid managed care con-
tracts should be viewed as a baseline. Medicaid agencies
face a major challenge in their efforts to buy managed care
for many reasons, not the least of which is the need to con-
vince managed care companies with fimited experience with
Medicaid populations to become active participants in their
states’ programs. Significant changes can be expected over
time as Medicaid agencies gain greater purchasing experi-
ence and as the Medicaid program itself is recast to reflect
this basic shift from government insurer to insurance pur-
chaser. Indeed, the annotated tables which accompany
this report contain examples of states’ reported modifications
and improvements made between 1995 and 1996 alone.

2. The Transformation of Medicaid from Government
Insurer to Managed Care Purchaser

The svolution of Medicaid from government insurer to
managed care purchaser began slowly and then acceler-
ated rapidly. Over the past decade both Congress and the
Clinton Administration have steadily expanded the tools avail-
able to state Medicaid agencies to mandate managed care
enrollment and purchase fully integrated service delivery
systems. These legal tools include Section 1915(b) and
Section 1115 of the Social Security Act. Section 1915 per-
mits waivers of the Medicaid freedom-of-choice law provi-
sions in order to permit states to mandate enrollment in
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managed care. Section 1115 goes much further, permitting
states to obtain waivers of numerous aspects of federal Med-
icaid faw, including rules on eligibility, benefns provxder quali-
fication and p rules, and ac i

Since 1993 the Clinton Administration has used this
authority to permit states to institute large-scale manda-
tory managed care demonstration projects.

As a result, managed care enroliment among Medicaid
beneficiaries has grown dramatically in recent years. tn 1983,
800,000 Medicaid beneficiaries were members of managed
care plans; by 1996, the number had surpassed 12 million
and is expected to grow steadily over the next several years.
Nearly all states mandate managed care enrollment for at
least some portion of their populations, but not ail states
coniract with full-nsk managed cai
at risk for both ambulatory and inpatient care costs).

Two key factors distinguish managed care arrangements
from other forms of insurance: 1) the nature of the contrac-
tual promise between managed care companies and group
purchasers, and 2) the relationship between companies and
their providers. Managed care contracts involve both insur-
ance coverage and a promise of health care. Managed care
companies contract to fumish or arrange for insured ser-
vices through a specified network of health professionals,
institutions, and other providers. Under managed care, a
company’s contractual promise to provide care devolves to
its providers; as a condition of participation, providers gen-
erally must agree to accept patients who are referred to them
by the company at rates which the company pays for care.

Depending on the size of the premiums paid, managed
care plans can be either tightly or loosely structured health
care arrangements. Loosely-structured or *high option” plans
(typically point-of-service HMOs and preferred provider orga-
nizations) permit members to seek some or most covered
services from non-network providers for a somewhat higher
fee. However, because high-option products are more expen-
sive to purchase and are designed for persons with discre-
tionary income to pay higher copayments, they are not used
by Medicaid agencies. Thus, the Medicaid managed care
system provided under a contract is effectively the only
source of covered services for enrollees with the exception
of emergency care. No other purchaserfaces quite the same
challenge of building a comprehensive, fully-integrated net-
work of services for its enrolled population.

Several aspects of Medicaid make purchasing managed
care especially complex: a) Medicaid enrollment is very short,
lasting less than one year on average; b) beneficiaries are
in poorer health than their non-low income counterparts and
may represent a greater cost to managed care organiza-
tions; ¢) Medicaid beneficiaries tend to live in communities
with a limited number of health providers, making it difficult
to build networks in these communities; d) Medicaid enroll-




ees are more likely to be poor less well educated, very young
or very old and physically or lly disabled; e) A

ies who have pl needs may receive care
from several distinct components of the health care system
such as: child welfare agencies, alcoholism and addiction

and p ion prog local public health agen-
cies, schoo! heaith systems, or chronic disease specialty
clinics; and f) because they tend to lose their Medicaid cov-
erage freq y, Medicaid ber need coordination
between ged care organizations and of care
when they are uninsured.

3. The Legal Fr k for Medicaid d Care

The organizational and legal framework in which Med-
icaid ged care arrang: operate is . The
framework can be thought of as a pyramid with multiple lay-
ers, each of which is essential to the proper functioning of

the managed care system.

*  Self-regulation

At the base of the pyramid are self-regulating activities
such as industry accreditation and codes of conduct, pro-
fessional training and ion, ion and lysis of
performance data, and other efforts to control and promote
quality. Many of these efforts tend to be adopted by the
industry in response to consumer concems.

* Contracts

Al the next organizational layer are the agreements
which establish the operational structure of the managed
care arrangements purchased by the state. Itis the contract
that brings to life the transtormation of Medicaid from a re-
imbursement program to a managed care purchaser. Under
principles of contract law and interpretation, clarity and pre-
cision are crucial. This is particularly true for the drafter of
the agreement, since courts will interpret ambiguities against
the party who drafted the document. For public agencies,
this rule represents a marked departure from the rules gov-
erning judicial review of agency regulations, which call for
broad discretion to be given to regulatory agency interpreta-
tions of law.

* State and Federal statutory and regulatory law

At the top levels of the pyramid are the many federal
and state laws that govern lhe provision of managed care
services to Medicaid ber ies. Beyond Medicaid laws
state insurance, business licensure, and pubtic health Iaws
may contain numerous requirements which apply to both
managed care companies and Medicaid agencies.

The Four Major Elements of Medicaid Managed
Care Contracts and Key Findings

Defining the Managed Care Service System

Contracts between states and managed care plans iden-
tify: a) the aftributes and structure of the purchased heaith
care system states expect plans to make available to their
clients; b) the methods that plans will employ in delivering
services; and ¢) the process for verifying the attributes of
plan service sy and ing plans’ per
There is no real pre for this larg le and detailed
effort to articulate in writing agencies’ expectations of how
the entire health care system will operate for beneficiaries.
In this regard, state Medicaid agencies are charting an in-
novative and unequaled course in attempting to address how
health care arrangements for poor people (many of whom
have special health care needs) should function.

¢ Findings on Contract Provisions Related to Medic
aid Managed Care Service Systems
This study found that:

% States are not buying “off-the-shelf” products. Instead
they are either designing or requiring plans to design
custom delivery systems for Medicaid enroflees.
Contract delivery specifications tend to deal with
the overwhelmingly primary health care needs of a
relatively healthy, young family population. They are
only beginning to address in depth the specific
capabilities plans will need in order to serve high
need sub-populations (e.g. disabled children or
adults, persons with HIV/AIDS, or the elderly).
States vary substantially in the amount of discre-
tion they accord to plans in structuring service defiv-
ery systems. Some states provide detailed specifi-
cations on network composition, access, and other
measure, while others provxde more discretion to
plans.

Translatlng Medicaid Benefit and Administrative
into C L

Medicaid managed care contracts identify which fed-
eral and state benefit and administrative duties state agen-
cies desire to have contractors to carry out on their behalf.
Contracts t state ag and ged care plans
generally do not cover all of the services and benefits included
in a state’s Medicaid plan. This means that Medicaid man-
aged care enrollees have two sources of coverage: 1) their
managed care membership, which covers the classes and
lgvels of services included in the agency's service agree-
ment with the contractor; and 2) their basic Medicaid cover-




age, which pays for those Medicaid-covered items and ser-
vices that are not included in the plan’s contract and instead
are paid for directly by the Medicaid agency,

In developing a contract with managed care plans, states
must first identify which services and duties are to go into
their contracts. Agencies then must draft the actual terms
and conditions with sufficient precision and clarity to ensure
that the description of the plans’ coverage duties is correct
and that contracts do not leave a state either administra-
tively or financially liable for care and services that it believes
are covered under the contract. While state agencies always
remain liable for the proper performance of their contrac-
tors, ambiguous contract terms can render agencies obli-
ated for the direct provision of care and services in ways

<h thev did not contarmolal
ch they did not contemplate.

* Findings on Tr of M Benefit and
Administrative Requirements Into Contract
Language
States varyin:

4 The classes of services and benefits they include
in their contracts, although certain services com-
monly associated with very sick and disabled ben-
eficiaries (e.g., extended nursing home care, home
and community based care) typically are excluded
from the scope of the service agreements.

+The extent to which certain classes of services
are included in their contracts (i.e., coverage of all
medically necessary physical therapy services ver-
sus coverage of only a certain number of visits
annually).

¢ The degree of guidance they give plans regarding
the medical necessity criteria plans are required to
use in making coverage determinations or the pro-
cedures that plans should follow in making cover-
age determinations. .
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who may not understand that certain services (or aspects of
services) remain available directly through the state Medic-
aid agency and are simply not included in the managed care
benefit package. Second, the disjunction may create con-
tractual “gaps” that leave a state financially obtigated to pay
directly for centain items and services that it intended to
include in the contract. Third, it may cause confusion for plans
and participating providers regarding what is and is not cov-
ered. Fourth, wide variation in service terminology means
that there may be substantial state-to-state differences in
the types of care within classes of benefits that, in fact, may
be covered under state contracts.

3. Defining M
the Larger Health System

nohin with

While Medicaid ged care rep s an unprec-
edented effort to purchase complete and integrated health
service delivery arrangements, these systems nonetheless
are only a component of the farger health care system in
which they operate. Medicaid beneficiaries may be served
by more than one part of the health care system because
they may have needs that go beyond the benefit package
bought from managed care companies. Moreover, short
Medicaid enroliment periods mean that patients (not at their
own choice) will have to move between health care systems.
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Finally, relationships with public health agencies, in particu-
lar, are needed to ensure that key pubiic health functions
can be properly carried out.

«  Findings on the Relationship Between Managed

Care Plans and the Large Health Care System

Our study indicates that:

<+ States are just beginning to grapple with an exceed-
ingly complex issue which was never satisfactorily
addressed in the fee-for-service system: the coor-
dination of care between different entities and dit-
ferent type of providers.

< States are not currently in a position to purchase
continuous enrollment in managed care for Medic-
aid beneficiaries, creating gaps in coverage.

< Few contracts contain specifications for referrals
to non-network agencies or providers or for coordi-
nation of treatment plans ordered by courts, school
systems, and other parts of the social service or
justice system.

< States generally focus on encounter, grievance, and
financial data to measure plan performance, and
anly a few focus on issues related to plan integra-
tion with larger system, the process of care, and
population health outcomes.

< Coordination between managed care and public
health agencies is largely unspecified, and contracts
do not cover traditional public health functions.

Send to:
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Organizati
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Phone:
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4. Constructing Business Terms and Relationships

Finally, Medicaid managed care contracts define the
nature of the business relationship between the buyers (the
state Medicaid agencies), the sellers {the managed care
organizations), the providers, and the enrollees. The terms
of the contract can reflect both the practical and financial
aspects of the business arrangement that guarantee the sta-
bility of performance, as well as the purchaser's judgment
about how the contract duties shouid be pertormed.

Because the purchase of an integrated health delivery
system is a business transaction, the state has a strong inter-
estin assuring that its contractors remain a financially viable
businesses capable of delivering the contracted services.
Perhaps of greatest importance, states must be able to address
effectively contractor non-compliance with its contracted
duties.

«  Findings on Constructing Business Relationships
This study shows that:
< Retlecting the recognition that purchase of a health
care system for the poor is a business transaction,
all states have included some provisions defining
the terms and relationships necessary to establish
the business framework for Medicaid managed care
contracts.
< States vary in the degree to which they rely on state
insurance reguiation rather than the contracts to
regulate the financial stability of plans.
< States differ in the degree to which they give plans
the discretion to design enroliee and provider griev-
ance procedures and in the degres of specificity
they use in defining minimum procedures.
While all states establish sanctions for non-perfor-
mance, states vary in the range of sanctions applied
and in the degree to which specific sanctions are
tied to specific performance measures.
4+ Even in states with detailed purchasing and perfor-
mance specifications, there may be no clear link
between particular specifications and particular
sanctions.

-
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ill. Summary of Recommendations

1. Defining the icaid d Care Delivery System

We recommend that a joint, multi-disciplinary Med-
icaid d care p 'S ive be undertaken
to lop a on model! pr tyle speci-
fications in contractors’ service delivery systems.




This consensus building exercise is similar to the one
used to develop the quality performance measures under
the HEDIS system but would instead focus on what should
go into contracts with plans. Because contracts are legafly
enforceable promises, the great challenge is to identify those
aspects of service delivery which are so crucial that their
legal er should be . Medicaid purchasers
should join with consumers, public agencies, health plans,
providers, and experts to develop a useful and practical body
of information on key service design elements for different
Medicaid populations. These elements should then be trans-
fated into contract language to be of maximum use to states.

2. Translating it and Admini
Requirements into Contract Language

ative

We recommend that HCFA work jointly with the
states to develop detailed purchasing specifications and
model contract language related to states’ statutory and
regulatory benefit and administrative duties.

Translating public duties into private contract language
is dingly difficult. Our r ion then is to give
states model language that could help avoid inadvertent dis-
crepancies in contract language that dilute the value of cov-
ered benefits and leave states with unintended financial liabil-
ity for benefits that inadvertently were omitted from contracts.

3. Defining the p of Medicaid M.

to the Larger Health System

ged Care

Medicaid care - To maxi-
mize continuity of care and encourage the development
of a more stable patient base for managed care plans,
we recommend that Medicaid be modified to guarantee
annual periods of eligibility for enroliees in order to
extend year-long ge statusto i enrolled
in managed care plans.

Maintaining the public health infrastructure: We recom-
mend that the same purchasers group which is orga-
nized to address service delivery matters also address
the question of how to integrate managed care plan
activities into the broader population based health care
activities undertaken by public health agencies. We also
recommend that Congress give express consideration
to how these population-based activities will be financed
in a post-managed care world, where revenues from
personal health services previously furnished by such
health ies may decli hereby creating a need
for supplemental sources of funding.
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Coordinating the services of managed care plans with
heaith providers for the uninsured and the need to Imance

care: To avoid the loss of p care pacity
at a time when lhe of low i ies
without d may rise fally, we

that policy makers develop alternaﬂve means of financ-
lng uncompensated care, as well as coverage for the

d. Such a fl ing subsidy should be tied
directly to the proportion of uninsured patients who are
served by individual providers, in order to encourage
the best targeting of available funds.

Inter- agency ged care
purchasing probably is most effective when it is done
as ajoint enterprise among state agencies; for this rea-
son we recommend thal any efiort o begin to address
the issues raised by this study involve the range of agen-
cies and i ff by the out of g
care.

There is a need to systematically identify and develop a
spectrum of possible approaches to the issue of managed
care plans’ relationship to other parts of the health care sys-
tem so that contractual performance expectations can be
tashioned and properly measured.

The most important integration areas that should be
explored are those involving public health agencies, special
education and early intervention programs, mental heallh
and sub abuse and p ion
child welfare and juvenile justice systems, and state wel-
fare-to-work initiatives.

We 'd that the p s’ Initiative on
service delivery specifically develop standards related
to referral arrangements among public agencies and
other entities that (radltlonally deliver services to the
Medicaid population.

-
4. Constructing Bi Terms and F ps for
Managed Care Plans
We the of model g
pr for use in Medicaid d care

The variation in the degree to which states tie specific
sanctions to specific failures of performance indicates an
absence of consensus on what performance indicators may
be the most usefu! and how to create incentives for perfor-
mance in key areas. This makes individual grievances all
the more important. We recommend the development of
model grievance procedures that are consistent with states’
fair hearing obligations under Medicaid. The procedures
should address both process and time frames and should
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include expedited procedures for reviewing prospective
service denial. .

With respect to grievance procedures, a consensus
should be developed regarding the identification of proce-
dural requirements that are most likely to assure that spe-
cific problems are addressed within defined time frames and
that problems which reflect more systematic performance
failures are identified and corrected. in Medicaid this is espe-
cially crucial given states’ continuing obligations under fed-
eral law to ensure fair hearings for beneficiaries before aid
is denied or reduced.

We recommend the establishment of a multi-disci-
plinary task force to develop uniform contract-based
performance indicators as well as sanctions and incen-
tives that are tailored to correct an identified perfor-
mance deficiency.

Both standardized grievance procedures and targeted
sanctions are essential elements in assuring internal and
external accountability by the plans and provide essential
tools in strengthening the purchaser’s ability to achieve its
health delivery and fiscal goals in transforming Medicaid.
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Ms. CHRISTENSEN. I'm going to interrupt again. Hope Hegstrom
of our staff is here, and she is going to pass around some question
forms, and at the end we will gather them up and read questions
for our panelists today. Barbara, I think we did get some of your
materials here and copied on the table. We have been bringing in
materials, so check the table before you leave today and see if there
is anything that you have not pickeg up yet.

Patsy.

STATEMENT OF PATRICIA A. RILEY, VICE PRESIDENT OF GOV-
ERNMENT PROGRAMS, POLICY AND PLANNING, ALLINA
HEALTH SYSTEM, MEDICA HEALTH PLANS, MINNEAPOLIS,
MN

Ms. RILEY. My name is Patsy Riley, and I am Vice President of
Government Programs for MeXica H’éalth Plans, which is part of
Allina Health System. Allina Health System is a not-for-profit, in-
tegrated health delivery organization comprised of 17 hospitals,
600 employed physicians and a one million-member health plan
called Medica—every time I hear that “one million,” it astounds
me, because there are only 4 million people in Minnesota, so when
ﬁou think about that—we contract with over 7,000 physicians and

undreds of hospitals, nursing homes and other allied providers
throughout Minnesota.

Medica has over 160,000 Government enrollees, 80,000 of which
are enrolled in the Prepaid Medical Assistance Program, or PMAP,
which Susan mentioned earlier. I was one of the architects of that
program, and just a little bit of career advice: Be careful what you
design as a State employee, because if you have to run it as a pri-
vate sector individual, there are days when I wake up and ask,
“Who the hell designed this?” when I was one of the people who
did—so keep that in mind.

Our PMAP membership includes AFDC and the elderly, and cur-
rently, Minnesota does not mandate the disabled population to en-
roll in a managed care organization. However, as Susan mentioned
before, we did try that as a part of the PMAP demonstration
project 10 years ago, and it was not successful; and a lot of what
I am going to talk about today in terms of my comments will focus
on the lessons that I think we learned from that and some rec-
ommendations for where I think we go from here.

Medica has participated in the Prepaid Medical Assistance Pro-
gram since its inception in 1985. I have made available to the Com-
mittee a copy of an article which describes our Medicaid program
and focuses on several of our accomplishments to date, and some
of the highlights in that article talk about a transportation called
Provide-a-Ride. We are basically in the cab business, and Provide-
a-Ride provides 90,000 cab rides every year to doctor appointments,
dentist appointments, hospital visits and so on, for our Medicaid
members.

We also do welcome calls to explain the health plan and deter-
mine need for services. We do a mini health assessment to find out
if they are pregnant, if they smoke, if they have HIV or whatever,
and then try to direct them to the necessary services.

We have hired multilingual staff who are fluent in Spanish, Rus-
sian, Chinese, Hmong, and Vietnamese, representative of all the
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populations we serve in our Medicaid program. We also create mul-
tilingual materials; all of our enrollment and communication mate-
rials are in the above-mentioned la’rll‘lg“uages. We hire social workers
who are basically problem-solvers. Their role is to figure out, based
on the mini health assessments that we do, where services are
needed, and they go out and connect this population with
nonmedical services.

These are just a few of the programs that we have added since
beginning to work with low-income and elderly populations 10
years ago. These innovations are illustrative of the important
value-added features that managed care organizations must be
willing to develop and invest in 1n order to adequately meet the
needs of nontraditional managed care populations.

Each of the above programs was designed based on barriers to
getting needed services that have been identified by either mem-

ers or our providers. We quickly learned that coverage does not
equal access, and that by merely enrolling the AFDC and the elder-
1{ populations into a managegl care plan and expecting them to
3 eré look and act like a commercial population is a big mistake in-

eed.

Our experience with the AFDC population and the elderly have
taught us several lessons. No. 1 is humility. We did not have all
the answers, and we do not have all the answers now. We are con-
tinuing to learn how to better service low-income individuals on a
daily basis.

No. 2, one size does not fit all. Small programs targeted to
unique member needs like high-risk pregnant mothers or children
with asthma or dual-eligibles are much more effective than a popu-
lation or blanket approach.

No. 3, listening to the members. Our Medicaid members have
taught us how to design services for them. We are not the experts.

No. 4, you cannot separate health and social needs. A member
who is given a prescription which must be refrigerated and who
has no refrigerator will not and cannot be compliant. Knowing the
individual’s social supports or lack thereof, their housinﬁ situation,
and so on, is critical to maximizing the effectiveness of health care
services received.

As we now begin to explore again enrolling the disabled popu-
lation, we are trying to learn from these lessons of the past. The
rest of my testimony will provide insight and recommendations for
how managed care organizations can effectively develop programs
to meet the needs of this unique population.

I believe the disabled population—and I have been in this busi-
ness for 10 years—represents the great challenge of all for man-
aged care organizations, and I have been cheered by some of the
comments about how this population should be able to naturally fit
into this, because I perceive that there still may be some barriers
or reticence on behalf of managed care in regard to this population,
and it is for the challenges that I am going to cite below.

We have talked briefly about this, but the disabled individuals
who are covered by Government programs are on these programs
not necessarily because they are low-income but because they are
medically needy. Unlike any other population that we enroll, where
you will have some healthy and some who need services, the dis-
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abled population will all need services—some a little, some a lot,
but they will all need some kind of medical services. So I would
agree with some of the comments here earlier about the viability
of a primary care model and so on. .

Second, their health status can be much less predictable and
more volatile than any other Medicaid or commercial population
that we enroll.

Third, managed care organizations—and we heard about this
earlier—often cﬁ) not have contractual relationships with the types
of]' care settings and care providers who provide services to this pop-
ulation.

Fourth, rate-setting is particularly challenging for the disabled
population because of the volatility of health status and the unique
special needs that are often present.

Fifth, managed care organizations, because of liability and risk
management issues, may feel that they need to credential and cer-
tify providers, thereby potentially over-medicalizing services that
are provided by friends and families of the disabled.

Sixth—Barbara mentioned this—disabled individuals often have
longstanding relationships with certain providers, many of whom
have been providing services to those populations often for years.
If the disabled individual is required to change providers, the im-
pact could be disruptive to the care plan and demoralizing for the
member.

Having listed those challenges, I also think there are positive op-
portunities for managed care and the disabled population. No. 1, if
the disabled population represents the last basion of fee-for-service
medicine, and reimbursement continues to decline, this population
runs the risk of decreased access to health care services and pro-
grams and the possibility of the creation of a two-tiered system,
one for the disabled and one for the rest of us.

No. 2, managed care through its purchasing power can reduce
the cost of certain services and drugs needed gy the disabled per-
son.

No. 3, managed care can act as an advocate for the disabled
member—and we have certainly seen that in my health plan with
the AFDC and elderly populations—ensuring access to quality serv-
ices.

No. 4, managed care, through its credentialed network, can
measure quality outcomes on behalf of the members.

I have tried to list both the opportunities and challenges of en-
rolling the disabled population into managed care. In numerous
conversations I have had with disabled individuals and advocates
in pregaration for this testimony as well as the work we have done
over the last 12 years, I have put together a list of recommenda-
tions for next steps.

No. 1, move slowly, deliberately, and with caution. We are not
ready to go statewide in Minnesota, much less nationwide, with
movinf the disabled into managed care. We should look at develop-
ing pilots and demonstrations and then evaluate the outcomes of
those pilots.

No. 2, we must include the disabled in the design, implementa-
tion and evaluation process. My experience with many disabled in-
dividuals underscores the need to first look at what services are
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being delivered now, where can improvements be made, and how
do we ensure that we measure the outcomes. Disabled people will
tell you they know where dollars can be saved, but managed care
must include them in this discussion.

No. 3, we must develop a credible risk adjustment payment
methodology for this population. There is a lot of talk about this
soing on with Medicare and Medicaid, but we need to also be ad-

ressing it with the disabled population.

No. 4, managed care will have to address some of its utilization
controls and benefit limits. They may not be appropriate for a dis-
abled population.

No. 5, managed care will also need to be aware of the concern
by many in the disabled community about the over-medicalizing of
the personal care attendant model as an example. Managed care
will need to balance its risk management and quality assurance
needs with the appropriate independence agenda of the disabled
population.

No. 6, managed care organizations must build trust with dis-
abled members. If a disabled member is mandated into joining an
HMO, and they are unhappy or mistrustful, they run the risk of
noncompliance or open defiance of care regimens.

No. 7, managed care must learn to contract with a new set of
players who interact and provide care for disabled people. Commu-
nity-based agencies, long-term care facilities, personal care attend-
ants, special home care and transportation agencies are just a few
examples.

No. 8, the service coordination role for this population will need
to be discussed. Where does it reside—at the county level, the
State, a private agency, or the HMQ? There are pros and cons to
each approach, an perﬁaps we should test each model and decide
which is best.

Finally, No. 9, the term managed care itseif may be a problem.
Many disabled individuals feel that they have “managed their care”
quite well, thank you, and they are unclear as to what value the
managed care organization brings to the table. Managed care orFa-
nizations will have to continue to educate people about the value
they bring around network management, claims processing,
credentialing of providers, measuring quality, aggregating insur-
ance risk, profiling physicians, and service and product discounts,
to name a few.

On behalf of my peers and colleagues here, I thank you for the
opportunity to present this information, and I will stop here and
take any questions that you may have.

[The prepared statement of Ms. Riley follows:]
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Members of the Committee, my name is Patricia Riley and | am Vice
President of Government Programs for Medica Health Plans which is part of
Allina Health Systems. - Allina Health System is comprised of 17 hospitals,
600 employed physicians and a 1 million member health plan called Medica,
which contracts with over 7000 physicians and hundreds of hospitals, nursing
homes and other allied providers throughout Minnesota.

Medica has over 160,000 government enrollees, 80,000 of which are
enrolled in the Prepaid Medical Assistance (PMAP). Our PMAP membership
includes AFDC and the elderly. Currently, Minnesota does not mandate the
disabled population to enroll in a managed care organization (MCO) however,
this is being developed as we speak.

Medica has participated in the Prepaid Medical Assistance program
since its inception in 1985. | have made available to the committee a copy of
an article which describes our Medicaid program and focuses on several of
our accomplishments to date. Program highlights include:

. A transportation program called Provide-A-Ride, which provides
90,000 cab or bus rides to doctors appointments each year.

. Welcome calls -- to explain health plan and determine need for
services.

. Multi-lingual staff - staff-are fluent in Spanish, Russian, Chineée,
- Hmong, and Vietnamese.

. Multi-lingual materials -- enrollment and communication materials
are printed in multiple languages.

. Social Service Coordinators -- problem solvers who connect
members to ron-medical services. : ’

These are just a few of the programs we have added since beginning
to work with low income and elderly populations ten years- ago. These
innovations are illustrative of the important value added features managed
care. organizations must be willing to develop and invest in, in order to
adequately meet the needs of non-traditional managed care members. Each
of the above programs was designed to address barriers identified by our .
members and our providers, to getting needed services. We quickly learned
that coverage does not equal access, and by merely enrolling the AFDC and
elderly populations into a managed care plan and expecting them to look and
behave like a commercial population is a big mistake indeed.
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Our experience with the AFDC populations and the elderly have taught
us several lessons:

1.

Humility - ' _
We did not have all the answers and we are continuing to learn
how to better serve low income individuals.

One Size Does Not Fit All -

Smali programs targeted to unique members needs (i.e. high risk
pregnant mothers or children with asthma) are more effective than
a population or blanket approach.

Listening to the Member --
Our Medicaid members have taught us how to design services for
them. We are not the experts.

Cannot Separate Health and Social Needs —

A member who is given a prescription which must be refrlgerated
but has no refrigerator, will not be compliant. Knowing the
individuals social supports, housing situation, etc. is critical to
maximizing the effectiveness of health care services received.

As we now begin to explore enrolling the disabled population, we are
trying to learn from these lessons of the past. The rest of my testimony will
provide insight and recommendations for how managed care organizations
can effectively develop programs to meet the needs of this unique population.

The disabled population truly represents, I believe, the greatest
~challenge of all for managed care organizations. This is true for a number of
challenges sited below:

1.

The disabled individual covered by government programs are on
these programs not because they are low income, but because
they are medically needy. Many require extensive medical care
to address chronic conditions as well as acute episodes of care.

Their health status can be much less predictable and more
volatile than other Medicaid or commercial populations.
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3. Managed care organizations often do not have contractual
relationships with the types of care settings and caré providers
- who provide services to this population.

4. Rate setting is particularly challenging for the disabled population
because of the volatility of health status and the unique special
needs that are often present.

5. Managed care organizations, because of liability and risk
management issues, may feel that they need to credential and
certify providers, thereby over-medicalizing services that are
provided by friends or families.

6. Disabled individuals often have long standing relationships with
certain providers, many of whom may have been providing care
for years. |If the disabled individual is required to change
providers, the impact could be disruptive to the care plan and
demoralizing for the member

There are also positive opportunities for managed care and the disabled
population: .

1. If the disabled population represents the last bastion of fee-for-
service medicine and reimbursement declines, this population
_runs the risk of decreased access to health care services and
programs and the possibly of the creation a two-tiered system,

one for the disabled, and one for everyone else.

2. Managed care, through its purchasing power, can reduce the cost
of certain services or drugs needed by the disabled person.

3.  Managed care can act as an advocate for the disabled member, -
ensuring access to .quality services.

4. Managed care, through its credentialed network, can measure
quality outcomes on behalf of the member. -
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I have tried to list both the opportunities and the challenges of enrolling
the disabled population into managed care. In numerous conversations | had
‘with disabled individuals and advocates in preparation for this testimony, |
have put together a list of recommendations for next steps:

1.

8

Move slowly and deliberately with caution. We are not ready to
go statewide, much less nationwide with moving the disabled into
managed care. We should look at developing pilots and -
demonstrations and then evaluate their outcomes.

We must include the disabled in the design, implementation and
evaluation process. My experience with many disabled
individuals underscores the need to first look at what services are
being delivered now, where can improvement be made, and how
do we ensure that we measure the outcomes. Disabled people
will tell you they know where dollars can be saved, but managed
care must include them in this discussion.

We must develop a credible risk adjustment payment methology
for this population. There is much talk about this for other
government populations (i.e. Medicare and Medicaid) but nothing
has been developed so far.

Managed care will have to address some of its utilization controls
and benefit limits. They may not be appropriate for a disabled
population.

Managed care will also need to be aware of the concern by many
in the disabled community about the over medicalizing of the
personal care attendant model. Managed care will need to
balance its risk management and quality assurance needs with
the appropriate independence agenda of many disabled people.

Managed care organizations must build trust with disabled
members. If a disabled person is mandated into joining an HMO,
and they are unhappy or mistrustful, they run the risk of non-
compliance or open defiance of care regimens.
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Managed care must learn to contract with a new set of players
who interact with and provide care for disabled people.
Community based agencies, long term care facilities, personal
care attendants, special home care and transportation agencies
are just a few examples.

The service coordination role for this population will need to be
discussed. Where does it reside? At the county, the state, a
private agency, or the HMO? There are pros and cons to each
approach. - Perhaps we should test each model and decide which
is best.

And finally...

9.

The term managed care itself may be a problem. Many disabled
individuals feel that they have "managed their care” quiet well and
are unclear as to what value the managed care organization
brings to the table. Managed care organizations will have to

_continue to educate people about the value they bring around

network management, claims processing, credentialing providers,
measuring quality, aggregating insurance risk, profiling-physicians
and service and product discounts, to name a few.

On behalf of my peers and colleagues in the disabled and managed
care communities in Minnesota, | appreciate the opportunity to testify in front
of the Senate Special Committee on Aging. | look forward to your comments
and questions. Thank you.




1056

BACKGROUND INFORMATION

PATRICIA A. RILEY
VICE PRESIDENT, GOVERNMENT PROGRAMS
ALLINA HEALTH SYSTEM
MINNEAPOLIS, MN

REPRINTED WITH PERMISSION FROM

FAULKNER & GRAY, INC.



106

CHAPTER 8

Communicating With Vulnerable
Populations: Medicaid

Holly Ross and Katherine Cairns

Moua,* a 37-year-old pregnant Hmong woman, lived with her seven young children in a
cramped apartment in Minneapolis MN. The family survived on AFDC (Aid to Families
with Dependent Children) funds and received health care through Medica Choice Care, the
Medicaid managed health plan offered in Minnesota by Allina Health System. From the
beginning, Moua's pregnancy had been identified by her health care providers as a high-risk
one, and by her seventh month she was experiencing vaginal bleeding. To help ensure that
her pregnancy would go full term—and that the baby would be born healthy—Moua’s doc-
tor ordered partial bed rest. But how could she, a mother of seven young children with no
adult relatives to help her and no money for babysitters, stay off her feet for more.than a
few minutes at a time?

The prenatal nurse who worked with Moua’s doctor called one of Medica Health Plan’s
special prenatal care coordinators. Together, they arranged respite child care for Moua with
a local nonprofit agency. Every day, from 2 p.m. to 10 p.m., Moua’s three youngest children
were cared for while she rested in bed. The care coordinator also enlisted the help of a
Medica Health Plan social worker, who, accompanied by a Hmong interpreter, visited Moua
several times to assess her other needs. The social worker noticed, for example, that Moua
had no crib for the new baby, so she arranged to get her one. The social worker even
brought the crib to Moua’s apartment herself and helped the family set it up.

All chese efforts helped. Moua had a full-term pregnancy and delivered an eight-pound,
seven-ounce healthy baby girl. Both mother and child have remained healthy.

Sasha,* a 54-year-old recent immigrant from Russia who spoke little English, had been
suffering from a tooth ache for several days. Finally, the pain became so great, he decided
to see a dentist. He remembered that someone from Medica Choice Care had called and
spoken to him—in Russian—about the plan’s dental services. He called the special phone
nuniber that had been given to him and immediately found himself talking with a Russian-
speaking access representative at Medica Health Plans. Not only did the representative help

* Names changed to protect privacy.
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Sasha make an appointment with a dentist, he also arranged for Sasha to have free trans-
portation service to and from the dentist’s office and for a Russian-speaking interpreter to
meet him there so Sasha and the dentist could effectively communicate with each other.

For Moua, Sasha, and many other Medicaid recipients, having health care coverage
does not necessarily mean having access to health care services. Nor does it mean being able
to follow a doctor’s prescriptions for getting or staying healthy. Medicaid recipients are, by
definition, people with low incomes, which means they often have pressing social needs—
such as finding housing or keeping a telephone connected—that take precedence over get-
ting health care, especially preventive care. Indeed, because of a lack of affordable trans-
portation, many Medicaid recipients have trouble just getting to a doctor or dentist. And
even when they do make it to the office of a health care provider, Medicaid recipients often
face language or cultural barriers that make it difficult for them to understand what the
provider is advising them to do about their illness.

As Minnesota's largest provider of Medicaid managed care, Medica Health Plans under-
stands that serving low-income populations requires more than simply providing quality
health care services. If a managed care system is going to be truly effective in helping low-
income people lead healthier lives, it must address their social concerns as well as their med-
ical ones. That’s not to say that Mcdica or any other managed care organization can take
on all the social and public health problems of its Medicaid enrollees. But if the social prob-
lems of Medicaid members are not considered at all, those members are likely to get lost in
the complexity of the health care system and will not get the medical care they need.

In recent years, Medica Health Plans has played a leading role in identifying the obsta-
cles that Minnesota’s vulnerable populations face in accessing health care. It has also been
a leader in developing and implementing innovative ways of enabling people to overcome
those obstacles. These efforts have presented the company with a variety of often daunting
communication challenges. For example, how do you effectively present information to a
group of people who understand little or no English, but who individually speak more than
100 different languages? How do you educate people about the need for preventive medi-
cine when they are struggling with poverty, family violence, hunger, and homelessness? How
do you send health care messages to people who have no telephone nor even a permanent
address? How do you explain to people what their health benefits are when they have just
immigrated from a culture where medical treatment consisted of herbs and spells dispensed
by a village shaman?

Mecting these communications challenges requires managed care organizations to think
in creative, nontraditional ways. The standard communications methods used to reach
health plan enrollees—newsletters, informational packets, customer service phone lines—
are frequently ineffective with more vulnerable populations. So although Medicaid recipi-
ents must be treated the same as other health plan enrollees in terms of the quality of care
they receive, their very special needs require new and innovative methods of communica-
tion. Indeed, with vulnerable populations, communication takes on a much broader defini-
tion. It includes, for example, such nontraditional tasks as arranging for foreign language
interpreters, keeping a pregnant woman's phone service from being disconnected so her pre-
naral nurse can keep in touch with her, or helping a woman find shelter from an abusive
spouse. All of these actions, however, have the same central focus: making it easier for
Medicaid recipients to access medical care.

Although Medica Health Plans’ efforts in reaching and helping its Medicaid enrollees
are by no means complete, it has already experienced some major successes. In fact, a recent
independent survey of thousands of Minnesota's health care consumers found that Medicaid
recipients in managed care plans are the most satisfied health care consumers on Medicaid
in the state.
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MEDICAID IN MINNESOTA

Minnesota was ahead of most states in enrolling people on Medicaid in managed care plans, .

which is why Allina Health System—through its health plan, Medica Health Plans—has a
longer history serving Medicaid recipients than many other HMOs around the country.
Minnesota’s Medicaid program, referred to as the Medical Assistance Program, or MA, is
administered through the state’s Department of Human Services. From 1965, when the
Medicaid program was first enacted, until 1985, Minnesota, like other states, administered
MA only through a fee-for-service system, except for a few, very small voluntary managed
care options. Under the fee-for-service system, an MA recipient obtains care from a medical
provider, who then submits a claim to the state for direct reimbursement.

In 1985, however, Minnesota became one of the first states to contract with HMOs and
other managed care plans to enroll MA recipients on a mandatory basis. It did so under a
program originally referred to as the Minnesota Prepaid Medicaid Demonstration Project,
which was one of the original five demonstration projects authorized by the U.S. Health
Care Financing Administration, the federal Medicare/Medicaid agency. The program, now
known as the Minnesota Prepaid Medical Assistance Program ( PMAP), is a prepaid, capi-
tated managed care program. It currently operates in sixteen Minnesota counties, and state
officials plan to expand it into all areas of the state within the next few years. Under this
program, MA recipients obtain care from their health plan providers, who submit claims to
the health plan rather than to the state for payment. Contracting health plans are prepaid
capitation amounts from the state each month to cover MA-covered services for enrolled
members. Thus, the health plan carries the financial risk for the health care provided to each
MA member. If health care costs exceed the capitation payment, it’s the health plan that
bears the loss. Of course, the reverse is also true: if the costs are less than the payment, the
health plan reaps the gain.
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Minnesota’s motivation for contracting on a mandatory basis with managed care plans
was threefold: affordability, accountability, and accessibility. State legislators wanted not
only to keep Medicaid costs under control, but also to ensure that the health care received
by the state’s Medicaid beneficiaries was accessible and of a consistent quality. Even at that
time, managed care was a very common option in Minnesota’s private sector, particularly
in the Twin Cities metropolitan area, so contracting with HMOs to enroll MA recipients
was not the big leap that it was in other states where managed care was not so prevalent.

Although it has had its share of bumps and glitches, PMAP is generally viewed as being
very successful in Minnesota, which is why the state has continued o expand the program.
Today, as a condition of ficensure and in order to participate in other state-funded pro-
grams, such as workers’ compensation, HMOs operating in Minnesota are required to con-
tract with the state to enroll MA recipients. Furthermore, each HMO must be willing o
enroll a proportion of the market share of recipients based on a formula specified in law
which factors in private market share within a particular geographical area. Under PMAP,
a participating health plan must cover all medically-necessary Medicaid-covered services,
including the medical, dental, mental health, and home care needs of its MA recipients. It is
not required to provide the room and board costs for people living in nursing homes or in
group homes for the mentally disabled. Those costs are covered by the state outside of the
capitation payments.

MEepicA HEALTH PLANS AND MEDICAID

Medica Health Plans, part of Allina Health System, is a direct descendent of Physicians
Health Plan—one of the cight initia! prepaid health plans that Minnesota contracted with
in 1985 for its PMAP. Thus, Medica Health Plans, through a direct predecessor, has been a
consistent participant in Minnesota’s managed care Medicaid program from its inception.

PMAP began as a relatively small demonstration project. Originally, only three counties
participated: Dakota, a generally suburban county; Itasca, a rural county; and Hennepin
County, home to the city of Minneapolis. However, Hennepin, which has more than half—
74,000—of the state’s MA recipients, did not come fully into the program until 1991.
Although it was clear from PMAP's onset that Medicaid recipients had specific health care
needs, as the program grew—especially after Hennepin County came fully into it—those
needs became further clarified. As the program evolved it also became increasingly clear that
meeting the needs of Medicaid recipients would require an entirely new and creative
approach to the delivery of health care, which, in turn, woulC require new methods of
communication.

A NEED FOR A REEVALUATION

By the early 1990s, Medica noticed a troubling trend reported by its providers: Medicaid
members had a very high—about 45 percent—no-show rate for doctor appointments. Many
of Medica’s providers were justifiably upset with such a high level of patients missing
appointments, for it made the running of their practices more difficult, But the providers
had an even greater concern: These no-shows meant that many Medicaid recipients were not
receiving the health care they needed.

In 1992, the Medica Foundation (now the Allina Foundation) decided to look more
closely at the health care needs of its Medicaid members. It commissioned a comprehensive
study of Medicaid recipients in Minnesota’s Hennepin and Dakota counties, two of the
three original counties included in the PMAP demonstration project. The study looked at
recipients who were enrolled in Medica Choice Care and two non-Medica managed care
plans, Metropolitan Health Plan and UCare. During the entire study, which lasted from
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June through November of 1992, more than 2,000 people, including Medicaid recipients
and key people in the community who work with public-sector clients, were surveyed. To
ensure detailed and accurate responses, three different questioning formats were used—
mail, telephone, and facc-to-face interviews. The survey presented a complex communica-
tion challenge, for the questions not only had to be translated into many different languages,
they also had to be carefully constructed to ensure their meaning would be effectively under-
stood across all cultures.

The study drew many conclusions, but two stand out. The first was that health-care
coverage provided by managed care plans must reflect the great diversity of the Medicaid
population. Medicaid recipients represent a wide cross-section of society with many sub-
groups that have unique needs and challenges. To secve all these varied needs, the study con-
cluded, a health plan must take a specialized approach when developing programs for its
Medicaid members. A “one-size-fits-all” approach simply will not work.

The second major conclusion of the study was that a successful managed care program
for Medicaid members must integrate social services with traditional medical services.
Medicaid recipients include many members of a highly vulnerable population with a wide
range of social problems that invariably affect their health care—things like being evicted
from an apartment, not having telephone service, or not having an affordable means of
transportation to the doctor’s office. A health plan cannot help its members receive quality
care without helping them resolve these problems as well.

As a direct result of the study, Medica Health Plans decided it needed to look inward
and reevaluate the structure of its Medicaid program and its overall approach to its mem-
bers. In May of 1993, the company hired a fulltime director for its Medicaid Department.
The director began to assemble a staff with expertise in managing the complex health and
social needs of low-income people. The first goal: to find ways to eliminate the barriers that
were preventing Medica Health Plans’ Medicaid recipients from receiving appropriate
health care. They decided to begin by tearing down the two biggest barriers: language and
transportation. It soon became clear that the success of these efforts would require some
innovative forms of communication.

OVERCOMING THE LANGUAGE BARRIER

When asked in the 1992 survey, “Do you need an interpreter when going to a medical
doctor?” four distinct subgroups of Medicaid recipients overwhelmingly responded “yes.”
All Laotian respondents (100 percent) and a large majority of Hmong and Vigtnamese
respondents (96 and 89 percent, respectively) said they needed an interpreter in order to
communicate with their physician. A smaller, but still significant, majority of Russian
respondents (67 percent) also said they needed an interpreter in order to understand their
doctor’s diagnoses and instructions.

Nor are these the only groups of Medicaid enrollees with members who need an
interpreter to talk with their doctors. Medica Health Plans has had requests for interpreters
representing more than 100 languages, ranging from Finnish to Nuer, a Sudanese dialect.

To better communicate with and serve this diverse clientele, Medica Health Plans has
hired muitilingual access representatives for its Medica Choice Care members and initiated
a program called Interpreter Services. As their job title suggests, the access representatives
are responsible for helping Medica Choice Care members access their health care providers.
The representatives provide a variety of services, from helping a member set up an
appointment with a health care provider to arranging for a taxi or van to pick up and take
the member to the provider’s office.

These access representatives should not be confused with customer service
tepresentatives, who answer members’ questions about their plan’s benefits and coverage.
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Medica Health Plans currently has customer service representatives assigned
exclusively to its Medica Choice Care enrollees. Importantly, Medica Health
Plans recently moved its Medicaid customer service representatives into the
same work unit and physical space as its Medicaid access representatives so the
two groups could work side-by-side and better coordinate their efforts. Some of
the customer service representatives are also being cross-trained to serve as
access representatives.

Allina’s Medica Health Plans serve nearly one million members. They offer
a broad range of self-funded and fully insured health plan products, including a
Medicaid product, now known as Medica Choice Care.

Of Medica Health Plans’ current Medicaid access representatives, several
speak either Russian, Hmong, Spanish, or Viet These languages repre-
sent the four largest language subgroups (besides English) among Medica §
Health Plans’ Medicaid population. Members can bypass Medica Health Plans’
English-speaking customer service line and call a Russian-, Hmong-, Spanish-,
or Vietnamese-speaking access representative directly when they have questions
or need assistance. Special phone lines have been set up to handle these calls.

Medica Health Plans has also initiated a program called Interpreter Services
for members who need an interpreter to go with them to a doctor’s or dentist’s
office or to a mental health or chemical dependency treatment facility. A mem-
ber in need of the service calls 2 Medica Health Plans access representative, who
then arranges, through one of the interpreter agencies under contract with
Medica Health Plans, to have an interpreter at the health provider’s office when
the member arrives for his or her appointment. The access representative also
notifies the provider that an interpreter will be there.

Medica Health Plans set up its bilingual phone lines in 1994. It soon became
clear, however, that hiring a bilingual staff, hooking up special phone lines, and
having additional interpreters on-call were only the first steps. In order to get
people to use these services, Medica Health Plans had to find an effective way
of informing Mcdicaid members of their existence. But how do you get the word
out to people who do not read or speak English, and, in some cases, do not read
any language? Medica Health Plans found that the best way was by reaching out
in person to each member. So, in addition to printing the phone numbers of the
bilingual access representatives in every brochure and piece of informational lit-
erature sent to members, the State Public Programs staff made a strong effort to
personally notify members of its foreign-language services. They called members
- to tell them about the services. They even set up displays at clinics serving large
numbers of non-English-speaking clients at which they handed out wallet cards
with the special bilingual numbers on them. Once one member began calling
one of the special phone lines and using the services, he or she would usually
pass on the number to relatives or friends. In the end, this word-of-mouth pro-
motion proved to be the most effective way of getting the word out about
Medica Health Plans’ access services. Today, the access representatives handle
about 70 foreign-language calls daily.

Medica Health Plans’ State Public Programs staff has also made sure that
all written material sent to Medicaid members have sections translated into the
four main languages. Such translations appear prominently on the inside front
cover of the member handbook, for example. In addition, Living Smarter, the
quarterly magazine sent to every Medica Choice Care member, runs translations
of informational articles about such topics as prenatal care and well-child
checkups in every issue.
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The translations seem to be appreciated and well-received, but no evaluation has yet
been done to see if they are widely read. Finally, all magazine articles, brochures, and other
materials sent to Medica Choice Care members are written at a seventh grade reading level
to make them easier for people struggling with English to understand.

OVERCOMING THE TRANSPORTATION BARRIER

Among the respondents to the 1992 study, more than half said lack of transportation was
a barrier to visiting the doctor. More than one-third said they had missed a medical appoint-
ment during the past year In the Native American population, the percentage was even
higher—two-thirds. Extrapolating these figures to Medica's entite Medicaid membership
meant that the number of missed appointments during 1992 equaled almost 9,000.

Four in ten respondents cited transporstation as the most common reason for missing an
appointment, while two in ten said they had no one to watch their children while they went
to the doctor, and another two in ten said they simply forgot. Other miscellaneous reasons
were also cited, ranging from not being able to find the doctor’s address to being “too sick.”

Obviously, something needed to be done. Medicaid members could not receive the qual-
ity health care Medica’s medical providers were offering if they could not get to those
providers® offices. So when Minnesota offered HMOs $80,000 each to implement a project
of their choice that would improve the state’s Medicaid enrollees’ access to health care,
Medica Health Plans quickly jumped at the opportunity to launch what is now known as
the Provide-A-Ride program, a free transportation service for Minnesota’s Medicaid
enrollees. The Medica Foundation {now the Allina Foundation) provided an additional
$400,000 to cover the project’s initial administrative and set-up costs.

Through Provide-a-Ride, which was the first transportation program of its kind in
Minnesota, Medica Health Plans’ Medicaid members are offered free taxi, van, or bus trans-
portation to and from their health providers® offices. Members who need a ride call one of
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Medica Health Plans' access representatives, who arranges the transportation—after first
checking in a computer database to make sure that the member has a current Medica Choice
Care policy and that the doctor is under contract with Medica. If the person calling is not
a member of Medica Choice Care, the access representative refers the caller to other trans-
portation services or back to his or her county case worker.

Before Provide-a-Ride was started, Medicaid bers could get rei sed for taxi or
bus fare to their health care providers, but the process was not easy: the member would have

h
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to pay for the ride, keep the receipt, then turn it in to a county financial officer {along with
a completed form) for reimbursement. Many Medicaid members did not have the cash.to
pay for a ride up front; others found the process of filling out and mailing the forms too
daunting. The service, therefore, was seldom used. Provide-A-Ride removed those obstacles
by setting up a system in which Medica Health Plans, not the Medicaid members, paid for
the rides and then applied to the state for reimbursement.

Provide-a-Ride has proven to be a huge success. In 1995, the program gave more than
84,000 free rides to Medicaid members. Since the inception of the program, more than
174,000 rides have been provided. No-shows at some of Allina’s clinics have decreased by
50 percent or more, which has made it very popular among providers. The state has con-
tinued to fund the program, although Medica Health Plans is now reimbursed on a capi-
tated basis. This has reduced the paperwork involved, but has also placed the financial risk
of the program squarcly on Medica Health Plans’ shoulders. Still, Medica Health Plans is
committed to keeping Provide-a-Ride going because of the great benefits it offers not only
to its members, who are now less likely to delay seeking health care, but also to its
providers, who can now be more confident that a Medicaid patient will show up at the
appointed time.

In an effort to keep costs down and prevent abuses of the program {most notably, the
use of the taxis for nonmedical trips), Provide-A-Ride has undergone some revamping over
the years. Documentation and auditing of member abuse of the transportation benefit has
been strengthened.

Today, when a member calls requesting an immediate ride to a doctor or emergency
room, the access representative sets up a three-way conference call between the member, the
representative, and a registered nurse from Nurseline, Medica Health Plan’s 24-hour tele-
phone helpline. The nurse does an on-line triage, asking questions of the Medicaid member
to determine whether his or her medical condition truly does require a trip to the emergency
room. Unless needed to interpret, the access representative does not participate in this con-
versation, but simply stays on the line to call for transportation should it be necessary. More
often than not, the situation turns out to not be an emergency, and the nurse, after reassur-
ing the caller, recommends that the member make an appointment with his or her doctor.
The access representative—who is still on the line—then takes over to help the member
arrange the appointment and transportation.

Medica Health Plans has found that cultural differences play a big part in why some
Medicaid recipients don’t make appointments with doctors, but instead go straight to the
nearest hospital emergency room when they or their children are ill. Hmong immigrants, for
example, were accustomed in their villages to visiting a healer—without an appointment—
when they felt ill and to wait in line all day, if necessary, to see him. The Hmong, therefore,
looked upon the primary care clinic, or emergency room, as a healer’s home—a place to go
when you are ill and wait for care—frequently appearing eacly in the morning. Medica
Health Plans’ challenge has been to educate the Hmong—and others—about when to use
clinics and hospital emergency rooms, and when to call a doctor. Once again, Medica
Health Plans has found that the best method of doing this education is through one-on-one
discussions.

WEeLcomE CALLs

To better communicate the breadth and availability of all its services to Medica Choice Care
members, Medica Health Plans initiated a new member outreach program in 1995. Medica
Health Plans’ access representatives contact each new Medica Choice Care member either
by phone o, if that is not possible, by letter, shortly after the member enrolls in the plan. (A
letter is used only as a last resort; at least four attempts are made to contact new members
by phone.) If possible, this welcoming contact is in the member's own native language.
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Many health plans, of course, welcome new members. But Medica Health Plans’ out-
reach program to Medica Choice Care members offers much more than a friendly hello and
an explanation of benefits. Medica Health Plans views the welcoming call as an opportuni-
ty to immediately connect members to nceded medical and social services. The representa-
tives begin by telling the members about Medica Health Plans’ free Medicaid services, such
as Provide-a-Ride and Interpreter Services. Then they ask several basic health-related ques-
tions, such as “Are you pregnant?” or “Do you or one of your children have asthma?™ If
the member answers “yes” or “maybe” to one of these questions, the representative inquires
further to make sure the person with the condition or illness is currently under the care of
a health care provider.

The representative also asks members with children under the age of five if they partic-
ipate in the WIC (Women with Infant Children) program, the federally-funded program that
provides nutrition education and nutritious-food advice to low-income pregnant women
and mothers with young children. If a member says “no,” the representative sends a fax to
the WIC program, which then makes sure one of its workers contacts the family to sched-
ule an appointment.

During welcoming calls, Medica Health Plans’ access representatives also inquire as to
whether members have any clothing, housing, or other urgent social service needs. If a mem-
ber indicates that he or she would like help with a particular problem, the representative
passes that information on to one of Medica Health Plans’ social workers. It’s not unusual
for a new member to have an urgent need for assistance. One young mother, for example,
told the access representative who first contacted her that she and her two young children
had been forced to move in with her sister after their house had burned down and now the
sister was about to be evicted. The representative passed this information on to one of
Medica Health Plans’ staff social service coordinators, who immediately started helping the
young mother get in touch with county agencies that could help her find emergency hous-
ing. During another call, a representative noticed that the new member answered “yes” very
quietly when asked if she needed any resources about family violence. Realizing that che
woman might be afraid to speak up because her abuser was in the room with he, the rep-
resentative asked if she was safe at that moment. When he felt confident that the woman
was not in immediate danger, he gave her the phone number of an Medica Health Plans
social worker and told her to call the number when she felt free to talk about her options
for getting help. The woman did call later and received the assistance she needed.

These welcome calls have been very well-received by members. Not only do they help
educate new members about the health resources available to them, they also go a long way
toward establishing a friendly partnership relationship between members and the Medica
Choice Care staff. As one member said to an access representative when she realized what
the phone call was about: “What! My health insurance company is actually calling me?” As
a result of these personal contacts, members are less hesitant to call later with questions or
concerns—and, as a result, more likely to get timely, appropriate health care.

OVERCOMING OTHER BARRIERS

Not being able to afford phone service can be a serious impediment to getting and follow-
ing through on medical care. In the 1992 survey of Medicaid recipients, 30 percent of
Native American respondents, 15 percent of African-American respondents, and 12 percent
of Hispanic cespondents said they were not able to make phone calls at home.

Medica Health Plans cannot, of course, afford the cost of supplying all its Medicaid
members with phone service. But in very unusual situations, such as when a Medicaid recip-
ient is experiencing a very high-risk pregnancy and her phone has been disconnected for lack
of payment, Medica Health Plans arranges, usually through local social services agencies, to
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have the phone reconnected so she can stay in touch with her health care provider.
Appropriate repayment plans are implemented along with long distance and collect call
blocks on the phone line.

Finding a safe place to leave their children while they g0 to a doctor is also an obstacle
for many Medicaid recipients. In the 1992 survey, about half the members said they take
their children along on doctor visits. The second most common alternative to child care was
leaving them with a friend. The third most common was leaving them home alone.

To help its members overcome this obstacle, Medica Health Plans makes a point of
seeking to contract with health care providers who have play spaces and/or child care per-
sonnel on site at their offices and clinics. For many Medicaid mothers, knowing that a clin-
ic is “child-friendly” has made a big difference in getting them to keep theic medical
appointments. In very rare cases, usually involving high-risk pregnant women who have
been prescribed bed rest by their physician, Medica Health Plans has arranged and paid for
a limited amount of child care.

OVERCOMING BROADER BARRIERS: SOCIAL
SERvVICE COORDINATORS

Medica Health Plans believes strongly that enhancing access to care for low-income and spe-
cial-needs populations requires an integration of social and medical services. People who are
worried about being evicted from their apartment, who do not have sufficient food or warm
clothes for their children, or who are wondering how they are going to pay their electric bill
and keep their lights from being shut off, are unlikely to have the time, energy, or money to
seek or follow through on medical care, even when they desperately need it. In addition, the
unrelenting stress of living with poverty can often trigger or aggravate a medical condition.

To help meet the social secvice needs of its low-income members, Medica Health Plans’
State Public Programs department took the unusual step of hiring social service coordina-
tors in 1994. The coordinators help link Medica Health Plans’ Medicaid members with
community resources. Sometimes they do this by working directly with a member, cither
over the phone or in person; other times, the social service coordinators simply supply infor-
mation about community resources to a member’s health care provider, who passes it on to
the member at an appointment.

The specific jobs performed by the social service coordinators are as varied as the indi-
viduals who are referred to them for help. Medica Health Plans’ coordinators have done
everything from helping a first-time mother buy clothes and equipment for her newborn
infant to aiding a destitute family in its search for livable housing to accompanying a
woman as she sought a restraining order against her abusive husband.

Such efforts can have a substantial effect on the health of a Medica Choice Care mem-
ber. In the case of Lisa,* for example, the actions of a Medica Health Plans social service
coordinator may have prevented a premature birth. Lisa, a young pregnant woman with no
family support, had a low-paying job—so low that she qualified for Minnesota’s Medical
Assistance. During the twenticth week of her pregnancy, Lisa went into premature labor.
Her physician was able to stop the labor from progressing but told Lisa she would have to
remain in bed for the remainder of her pregnancy. Lisa quit her job. Unable to keep up with
her bills, she soon found herself without a phone, and with a warning letter that her elec-
tricity was about to be-shut off, and an eviction notice from her landlord. Yet because of the
doctor’s orders, she was too frightened to leave her home and apply for public assistance.

At this point, a nurse who had been checking on Lisa notified a Medica Health Plans

" social service coordinator of the seriousness of the young woman’s living conditions. The
coordinator went to work immediately on Lisa’s behalf. She called local community orga-
nizations with the resources to help keep Lisa from getting evicted or having her electricity



116

Communicating With Vulnerable Populations: Medicaid 173

shut off. She also arranged for Lisa’s phone to be reconnected. The coordinator then went
down to the local AFDC offices and filled out all the necessary forms so Lisa could start
receiving the financial benefits for which she qualified.

The stress in Lisa’s life diminished dramatically. In fact, at her next pregnancy check-
up, her doctor said he couldn’t believe the change for the better in her physical condition.
Lisa remained at home for the rest of her pregnancy, giving birth to a healthy nine-pound
baby boy.

Without the assistance of a Medica Health Plans social workeg, Lisa’s difficulties might
have taken longer to resolve, which might have resulted in a less favorable outcome for her
pregnancy and a high cost hospital stay for a premature infant. Fortunately, the nurse work-
ing with Lisa’s health care provider not only recognized the seriousaess of Lisa’s situation,
but knew to call Medica Health Plans’ social service coordinators for help.

REACHING OuT To WoMeEN WiTH HIGH-RISK
PREGNANCIES

In April 1995, Medica Health Plans launched a one-year study to see if offering social ser-
vices as well as medical services to low-income pregnant women with very high-risk preg-
nancies could have a positive influence on the outcome of their pregnancies. For the study,
which was named the Prenatal Trend Control Project, Medica Health Plans selected 351
pregnant women with very high-tisk pregnancies from new enrollees in its Medica Choice
Care (Medicaid) health plan—women who were under the age of 18, for example, or who
had gestational diabetes, or who were living in a homeless shelter.

The project has staff who call each of the study’s pregnant women regularly to ask them
how they are doing. They work in conjunction with Medica Health Plans’® social service
coordinators and Trend Control prenatal aurses. If one of the pregnant women is having a
medical problem, the prenatal coordinator passes that information on to a nurse. If the
woman is having a social services problem—whether it be difficulty paying for a heating
bill, getting out of an abusive relationship, or simply finding an affordable crib—the prena-
tal coordinator gathers that information and passes it on to one of Medica Health Plans’®
social service coordinators.

Women who have only a few needs may be called by a prenatal coordinator only once
a month while those with significant difficulties may be called every week. If a woman
smokes, she is contacted at least every other week to help her stop smoking.

How much of an impact such efforts will have on the outcome of the women’s preg-
nancies will not be known until late in 1996 when all the enrolled women’s babies have been
born and Medica Health Plans’ experts have analyzed the financial, birth, and pediatric out-
come data collected during the study.

CREATING COMMUNITY PARTNERSHIPS

Many of Medica Health Plans’ innovative programs for Medicaid recipients had their begin-
nings in Medica, the managed care company that merged in 1994 with HealthSpan, a health
care delivery system, to form Allina Health System.

With the merger, however, came even broader opportunities to reach out to Minnesota’s
vulnerable populations. Many exciting new projects have been developed as a result.

Allina believes strongly that it must work in partnership with community groups to
understand more clearly the barriers to quality care for low-income people and what can be
done to remove those barriers. As Gordon Sprenger, Allina’s executive officer, told members
of the American Hospital Association when he became chairman of that organization carly
in 1996, hospitals and other health care organizations must not only help the ill and injured,
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but must also work side-by-side with communities and social service agencies to keep peo-
ple healthy. Sprenger used an analogy heard frequently at Allina. “We're good at saving peo-
ple after they have fallen from the boat and have been swept downstream,” he said, “but
unless we journey up the river and find out why they’ve fallen out of the boat in the first
place, we will never have enough resources to save everyone who is struggling down-
stream.”

Going upstream means taking on some tough and complex issucs, things like the lack
of affordable low-income housing and the spread of violence. “But in this new era of severe-
ly constrained financial resources, the only way to deal with some health care issues will be
to solve some of our social problems,” Sprenger added. “{ urge us to engage ourseives with
our communities to address violence, problems of youth unemployment, and housing with
the same vigor we attack illness.”

Working WiTH INDIVIDUAL COMMUNITIES

Allina is currently sponsoring several community health improvement projects in low-
income neighborhoods where many of its Medica Choice Care members live. Of course,
such efforts are not new—many HMOs sponsor community projects. Indeed, integrated sys-
tems are at an advantage when it comes to developing such efforts because they can address
the full spectrum of care, from health plan through care delivery.

Allina, however, is truly working to put the “community” into health improvement.
Rather than initiating more “top-down™ projects in which “experts” come into a commu-
nity and essentially tell residents what needs to be done to improve their health, Allina starts
with the premise that neighborhood residents themselves, not outside institutions, should be
in charge of shaping the health of their communities. It’s a radical new concept, and one that
promises to have a real impact on the quality of life of many of the communities served by
Allina.

One of those communities is Powderhorn, a diverse, urban neighborhood located in the
heart of Minneapolis. Like so many other inner-city communities, Powderhorn has a large
proportion of families living below the poverty level (more than 40 percent in some sec-
tions), an infant mortality rate of 13.5 per 1,000 (compared to the current national average
of 7.7 per 1,000), and a high percentage of pregnant women {almost half) who receive no
care during their first trimester.

In 1994, the Allina Foundation funded a two-year experimental project known as
Healthy Powderhorn, with the stated goal of transferring leadership, ownership, and fund-
ing of the community’s health concerns to its residents. The project broadens the definition
of “health” to include adequate housing, job development, public safety, and personal
development. :

As part of the Healthy Powderhorn project, neighbothood residents have formed
Citizen Health Action Teams (CHATS), each with its own agenda and action plans. Only
residents and health care practitioners working in-Powderhorn, including acupuncturists
and other complementary practitioners, can serve on a CHAT. Allina provides funding and
support staff.

Powderhorn’s CHATs meet regularly to develop strategies for improving a particular
health problem in the neighborhood, whether it be asthma in children or teen pregnancy or
domestic abuse. The CHATS’ action plans are often remarkably creative—and simple. One
CHAT, for example, organized a walking group for adults. Twice a week, the group hikes
the paths of the neighborhood’s large park.

These outings not only help keep the walkers physically fit, they also help establish a
strong adult presence in an area often used as a hang-out for disorderly youths. The CHAT
members reasoned that a safer neighborhood was a healthier one.
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It’s not yet known how much of an impact Healthy Powderhorn has had on the health
of Powderhorn residents. But both Allina and the Powderhorn community remain enthusi-
astic about the project’s promise. As the project’s citizen-designed brochure notes, Healthy
Powderhorn offers a new and bold approach to improving community health: “Healthy
Powderhorn recognizes that citizens wanting to achieve a healthy community need to find
ways to improve the quality of life indicators that influence health. These include educartion,
job satisfaction, safe homes and streets, air and water quality, and spiritual well-being. To
achieve this, their scope must be much broader than the disease- and sickness-oriented med-
ical system, and they must consider how to make health and wellness an integral part of
everyday living.”

WOoRKING WiTH THE BROADER COMMUNITY

In addition to developing programs like Healthy Powderhorn that target specific geograph-
ic or demographic communities, Allina has developed a number of policies and creative pro-
jects that attempt to deal more broadly with the societal problems that impact individuals’
health. As one element of its communication strategy, for example, Allina has developed a
policy of not advertising on television programs that depict physical violence.

One of Allina’s major communitywide projects is the Allina Violence Initiative, a health
initiative designed to raise public awareness of such issues as domestic abuse, gun violence,
and media-depicted violence. Allina believes strongly that projects like the Violence
Initiative only work if done as a communitywide effort. In the spring of 1995, for example,
Allina joined forty-nine community partners, including another health care system, in spon-
soring a two-day forum on the role of the health community in violence prevention. Almost
1,000 people from 300 organizations, including educators, advocates for victims of domes-
tic violence, and public health representatives, attended the widely-praised event. One of the
forum’s highlights was a performance by the nationally renowned Mixed Blood Theater
troupe of Ring of Fire, a specially-commissioned dramatic play by the noted playwright Syl
Jones. It offered a stark and often startling look at how violence affects the lives of individ-
uals and communities.
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Dr. SCANLON. In this series of seminars, we have been looking at the issue of the readiness of
managed care organizations and purchasers to use managed care as a means of providing health care
for persons with special needs. In last week's seminar, I indicated that I thought there were four key
components that were important in trying to assure that persons with special needs are adequately

served by managed care organizations. I.discussed three of those components then.

First was the issue of assuring that the managed care organizations have adequate networks of
providers exists. In this instance, an adequate network of providers would include specialists and
subspecialists that would be able to provide for the unique needs of the individuals in this

population.

Second was the issue of rate setting. Rates need to be set in a way that does not compromise the
ability of managed care plans to provide the services necessary for persons with special needs or
discourages plans from enrolling. Third was appropriately defining the scope of coverage--
recognizing that the needs of persons in this population can extend beyond the normal concept of
medical necessity. Medical necessity in this context can include the need for services, not just for
rehabilitation or to cure an illness, but to maintain one's existing level of functioning and health or

to cope with the pain and discomfort associated with one's condition.

I would like to talk today about the fourth component -- accountability. The other three components
dealt with issues that one might address before actually contracting with a managed care
organization and enrolling individuals with special needs. Establishing accountability or quality
assurance is a process that must be continuous and sufficient once plan contracts are signed and
individuals enroll. Perhaps the key to quality assurance or accountability is information. It is not .
just critical for success with managed care for persons with special needs, but for other consumers
as well. Managed care is a very large and undefined product. If we expect that individuals or group

purchasers are going to be able to assess the quality of services that are being offered by managed

Comments of Dr. Scanlon Summarizing Discussion in Forum Three: Quality and Outcome
Measures, July 15, 1997 1
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DISCUSSION

Ms. CHRISTENSEN. Don’t they know their stuff?

If you have questions and have written them down, you can hold
them up, and we will collect them, or if you just want to raise your
hand, we can take those, too.

Yes.

QUESTION. Question about a legislative proposal.

Mr. SmITH. They excluded or exempted Medicaid from the ability
of pgtients and physicians to decide on length of stay; is that cor-
rect?

QUESTION. Yes. [Inaudible.]

Ms. SmiTH. Well, it will have a significant effect on the disabled
population because so many of the disabled receive their health
care through the Medicaid program. So in that sense, there is a
disproportionate impact on them.

Obviously, it clearly sets up a different standard of care; you now
have two standards of care operating, one for the Medicare pro-
gram and one for the Medicaid program. Those are effects of those
provisions. I cannot speak to what the motivation was. I would
imagine that the fiscal concerns of the States played a part in that,
but I cannot speak to what motivated it.

Mr. ScANLON. I am sure it was also consistent with the idea that
part of the Medicaid changes are to grant States additional flexibil-
ity, and currently under the amount, duration and scope rules,
States have had flexibility that might have been taken away by
that provision, so it would be a step in the other direction.

Ms. CHRISTENSEN. I am going to go to a written question. This
one is for Patsy Riley from someone %rom an advocacy group, about
the social workers you employ as problem-solvers. Can you have a
sufficient ratio to patient needs and still offer competitive rates?

Then there is a second question: Can you adequately access other
public or private financing for housing, pre-employment services,

. and so on, to avoid failing to meet raised expectations?

Ms. RILEY. The first question I think relates to the staffing ratio
of social workers to the number of enrollees we have. Let me just
back up and say that our social work model is not typical of what
you would see, for instance, in a county social worker kind of
model. They are not there to provide continuous and ongoing social
work support services for this population around their other kinds
of housing needs and those kinds of things, but rather to trouble-
shoot and try to solve problems that are in the way of their getting
medical services. So it is a different kind of model perhaps than
what you are thinking of in terms of what a county social worker
would do.

Up to this point, we have a staff of four who work in that area—
and keep in mind our Medicaid population turns over quite a bit,
so they are kept quite busy in terms of providing the kind of prob-
lem-solving activities that they engage in.

Your other question related to can we interact with or connect
up with other kinds of agencies to maximize or perhaps leverage
dollars that exist in other parts of the system. I think that some
of the interesting demonstration projects that are now going to
come out of this next round of trying to engage the disabled popu-
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lation in managed care in Minnesota will do exactly that. We are
now going to look at three different county pilots where the county
will probably be the purchaser of the services on behalf of the dis-
abled population. This will be a very interesting demonstration
project. They may contract with HMOs for some of the acute care
services, but the counties are going to continue to do some of the
contracting around the social services.

Ms. CHRISTENSEN. Thank you.

I have several questions here. The first one is for Bill and Bar-
bara: What kinds of research or data are available that have aggre-
gated costs across all public and private payment sources for an ex-
tended period of time, and for which special needs populations are
these available?

Mr. SCANLON. Very little. One of the problems we have is that
there are so many different financing sources for services, including
individuals’ families, that it has been very difficult to aggregate the
information and be able to establish a clear picture for any one seg-
ment of the population with special needs, let alone the whole pop-
ulation.

We have surveys that have collected information and have em-
phasized the medical care expenditures and to some degree some
of the long-term care expenditures for supportive services, but they
are by no means complete. There is nothing underway or planned
tk:)(l) truly address this question because the task is just too formida-

e.

Ms. CHRISTENSEN. Here is another one for Bill. Which States are
currently using risk corridors? Are these initiatives successful, and
are risk corridors likely to become more widespread?

Mr. ScaNLON. There are five States that we identified that have
risk corridors. I think Massachusetts and Wisconsin were two of
them. In terms of their success, we have not really had the evalua-
tion that would allow us to address the change in behavior or out-
come associated with having a risk corridor versus not.

As I mentioned, when we did our review a year ago, the longest-
running program in terms of mandatory enrollment was a Ilittle
over 3 years old, and there was one program like that. The rest
were much newer. Again, the impact may be a subtle impact, but
difficult to measure. I am not aware of the evaluation that would
focus on net aspects of the program design as opposed to the rest
of the program design. They are interested now in the broad ques-
tion of what difference does it make to have people with special
needs in managed care versus having them in the fee-for-service
sector, It is difficult to evaluate the details of the managed care ar-
rangements.

Ms. CHRISTENSEN. I just wanted to mention that Bill has men-
tioned a couple of times a study they did last year, which we did
not get up here today. It is a GAO report from last summer on peo-
ple with disabilities and Medicaid managed care. We are also out
of the GAO reports that we had on the table today, but if you want
any of the materials that we have run out of, please let us know,
indicate by your name or leave us a note, and we will be happy to
send that stuff to you.

Question.
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QUEsSTION. The risk corridor seems to be complex. Could you
elaborate on that a little?

Mr. SCANLON. Sure. It is an effort to limit both the profits and
the losses that a plan will face in servins‘beneﬁciaries. You can do
it either on an individual basis or in the aggregate for a whole
group of beneficiaries.

Most of the time, both the losses and the profit-sharing arrange-
ments are graduated, so that within a small corridor, say a 5 per-
cent profit or 5 percent loss, maybe the plan will be fully respon-
gible or be able to fully retain the profit. So that as you move on,
say, in the range of between 5 and 10 percent profit or loss, there
may be some kind of sharing arrangement where the State will
start to either take back some of the profit or provide additional
revenues. As you keep moving farther out, the State share becomes
even bigger.

This protects the plan that has had adverse selection and ve
expensive cases because they know they are going to be iel:tin%]alc’i}j
ditional revenue as they have discovered that they now have those
expensive cases, as well as a plan, in terms of setting their proce-
dures and policies for providing services, understands that every
dollar that you save on services is not a dollar of profit. There is
going to be some limit on the profit.

One of the important things that is different about risk corridors
from simple reinsurance is %hat the plans know in advance, so in
terms of setting up arrani ments with their providers, contracts
for putting providers at risk, they know there are going to be some
limits on the profits, and they can perhaps translate that into how
they deal with the contracts fgr their providers.

I have found the page with the States that had risk corridors
when we did our review. They were the District of Columbia, which
had a small program for chii'dren; Massachusetts, Ohio, Utah and
Wisconsin.

Ms. CHRISTENSEN. This question is for any of the panelists: Dis-
cuss the value of existing data from the SHMO, the social HMO,
the PACE Demonstration and the PMAP program in establishing
risk adjusters for the elderly.

Is there a comment on that?

Ms. SMITH. I think the PACE programs and the social HMOs and
those kinds of things have been fairly small programs, and I am
not sure that the data that has come in from those programs,
which are very confined demonstrations, has really been tested by
broad application. I guess that would be the best way to put that.

Mr. SCANLON. There is also an issue of self-selection, in that peo-
gle were joining those programs because they found the particular

enefits of those programs attractive. For example, the PACE pro-

am, which often has as its core an adult day care service. Adult
ggy care has to be a service that is suitable for your needs, and
you find it a valuable service to avail yourself of. That limits the
generalizabilitiy of the data from these programs for generalized
risk adjustment.

The other thing is that while the evaluations of both programs
have provided rich data, the administrative problem in terms of
doinF risk adjustment for an ongoing program and having data
available means that having rich data is not necessarily a good
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thing, because you will have variables that are excellent in predict-
ing someone’s health service needs, but it can be very impractical
to try to collect those same variables for the entire population.

QUESTION. [Inaudible.]

Mr. RILEY. Medica is the only non-gatekeeper model doing Medie-
aid in Minnesota. All the other HMOs that do this are—some of
them are closed panels, almost staff models—but all of them are
gatekeeper models with the exception of ourselves.

We do not look at capitating or paying in any kind of way that
would look like a risk-sharing arrangement with specialists for this
population. Keep in mind that we are not doing the disabled right
now; what we are doing is enrolling the AFDC population and the
elderly.

On the elderly side—and back to the earlier question about
PACE and SHMO—our State is now engaging in a demonstration
around—we have never seen a demonstration that we don’t like in
Minnesota, by the way, so we will demonstrate anything—and now
we are demonstrating sort of in between a SHMO and a PACE
demonstration for our existing dual-eligible populations in Min-
nesota, and we have 5,000 of those. Half of Hennepin County’s pop-
ulation residing in nursing homes are my members, so we have a
big stake in whether or not the question relating to does the risk
ad%ustment or the rate methodology that they have put together for
this population—we are going to be paid under the PACE payment
methodology, so invite me back next year, and I will tell you if it
works—we have not started yet.

Ms. SMITH. There are a few contracts that specifically provide
that people with certain types of conditions be allowed to use spe-
cialists as primary care providers. In general, I have to say that I
cannot be called upon to say what does Utah do about this and
what does Kansas do about that, but I do know that Massachusetts
in particular has a very elaborate contract specification on network
requirements for disabled populations, and the access that those
disabled populations have to have to specialists, and they specifi-
cally delineate using specialists as primary care providers as one
of the requirements, and that a plan has got to be able to dem-
onstrate that they are doing that; and there are all kinds of per-
formance measures along that as part of this quality evaluation in
order to get renewal.

Ms. CHRISTENSEN. Go ahead.

QUESTION. [Inaudible] for 58,000 SSI, disabled and elderly recipi-
ents, integrating acute and long-term care. In addition, [inaudiblel,
reconciliation bill, the States under flexibility will be allowed to do
mandatory enrollment for all Medicaid recipients except SSI chil-
dren, who are accepted, as long as [inaudible]. Given that States
see lots of money bein%1 spent disproportionately on these popu-
lations compared with the AFDC populations, what recommenda-
tions would all of you have for those of us who are working on rec-
onciliation to get some safeguards into the language or to advise
HCFA on what ought to be looked at as States are doing this [in-
audible]? '

Ms. CHRISTENSEN. Could somebody summarize the question, too,
for the mike?

44-098 97 -5
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Ms. RILEY. I think that what you are looking for is recommenda-
tions either to the reconciliation process that is going on right now
or to HCFA, some of the recommendations that we have talked
about here, around enrolling these populations into managed care.
I just want to start out by saying that I ho%e I don’t leave people
with the impression of pessimism, because I believe that this is ab-
solutely where we are going to end up.

What I would like to urge is caution and carefulness and
thoughtfulness and engaging the population that we are talking
about bringing into managed care, because they have strong opin-
ions about how it should look. So that is kind of how I want to
leave it with this group in terms of caution rather than pessimism.

Ms. SmITH. I think I would echo that. I think that as we have
indicated, potentially, down the road, managed care offers a tre-
mendous opportunity to this population for continuity of care and
coordination of care.

I think the concern is that the political imperatives to change the
system quickly may not accurately reflect what is happening in the
marketplace right now in terms of the infrastructure that is being
developed, the ability of plans to deal with providers that they are
not 1::\ccust,omed to d‘:aaling with and create different types of net-
works.

Again, I use my analogy of Venus springing full-grown from
Zeus’ head. There are som?political imperativesgto have that hap-
pen, and it does not work that well on the ground in the delivery
system. I think that if you are looking for protections, again, the
protections would need to revolve around issues of access to care,
quality measurement, network composition, accountability in terms
of adequate protections around prior authorization and grievances,
so that if people are being denied care, they have expedited chan-
nels to have those denials reviewed.

Mr. ScaNLON. I would agree with Barbara. I think one of our
problems, though, is that we are not ready—we have not achieved
any consensus in terms of how to go about defining an adequate
network, setting up what is considered an adequate grievance proc-
ess. I think that in light of that, then, this may be appropriate for
HCFA to think about, the issue of guidelines for the States so that
we recognize that this is going to be an evolutionary process in
which some of the State experimentation with variants of different
approaches will actually be valuable in guiding us to better solu-
tions.

One of the keys, though, that I think we need to focus on is that
it is critical to have information about the services that are being
delivered as well as, to the extent we can, the outcomes of services.
Today, we are very often focused on outcomes as what should be
the gold standard for deciding whether or not a plan is adequate.
Yet, we are not at the point at which we know the range of out-
comes that we should be measuring or even how to go about meas-
uring some of the things that we know that we should be measur-

ing.

%Ve do need to be concerned about just the services that are being
provided, and I think that one of the areas that we have an oppor-
tunity now to focus on is the question of encounter data. Informa-
tion systems are being developed. They are expensive to develop.
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If we develop them now around existing measures, we are going to
come back in 5 years, when we have conceptually better measures,
and say, gee, it 1s too expensive to implement those.

We need to think about information systems today that are flexi-
ble enough in providing encounter information that they will sup-
port the better conceptual measures that we have in the future.

Ms. SMITH. If I could just elaborate on one point in terms of the
lack of consensus about what are the key performance measures,
what are the standard procedures, one oty tge recommendations of
the study that we did was that there needs to be a forum where
the different players—the States, the consumers, and the providers
come together and attempt to come to some consensus about what
kinds of measures and standards work best in this environment, at
least in the preliminary stage, so that we will then know what to
measure.

Ms. CHRISTENSEN. Funny you should all mention guidelines and
standards. Senator Grassley has an amendment in the Finance
Committee bill requiring HgFA to pull together a group to develop
some guidelines and standards for people with special needs being
served by managed care plans, and we are very, very hopeful that
it makes it through reconciliation, looking at a?c,)t of the issues that
have been talked about today—the medical necessity definition, the
risk adjustment, the adequacy of provider networks and all those
kinds of issues. So I think we are all talking about the same kinds
of needs here.

Related to the question of mandatory managed care, somebody
asks, Isn’t it true that it’s difficult to compute cost savings for man-
aged care in the long run, so that if the incentive is to go into man-
aged care for folks because they are high-cost folks, can we really
compute any cost savings?

Anybody.

Mr. ScaNLON. Well, we are questioning today whether or not
there are cost savings for managed care in the longer term because
we have limited experience with managed care for different popu-
lations as well as on a broad scale.

There are some that are responding to the notion that some of
the slowdown in health spending that we have seen is really not
cost savings that are going to continue over time, but a substi-
tution, that we have substituted managed care for the fee-for-serv-
ice provision of care.

Managed care is effective in terms of eliminating some of the un-
necessary services. It is effective in terms of getting some discounts
from providers. Now, when faced with new technologies that indi-
viduals want, will it be able to make judicious decisions that every-
body is happy with? I think that that is the question that we are
facing for the future, and that is what may determine the overall
growth of costs for managed care in the future.

Ms. CHRISTENSEN. Are there any more questions?

QUESTION. Question regarding where the managed care industry
is on a scale of 1~10 in the area of risk adjustment.

Ms. SMITH. I don’t want to put the Medicaid agencies in a dif-
ferent position than the world at-large. I think that we are looking
at risk adjustment being anywhere ietween about a 1 and a 2%.
I like the way you developing put it in the continuum context rath-
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er than a judgmental context, but I think that we are really looking
at that state of the continuum, and I don’t think we have seen a
lot of improvement in that in, say, the last 4 or 5 years. It has im-
proved somewhat, but it has not improved hugely in that amount
of time our ability to nail down a methodology.

There are things that you can do to compensate for the lack of
risk adjustment. For example, a lot of States have stop-loss cov-
erage, basically, for the plans—people that incur costs over
$50,000, for example, the State will cover their costs in the fee-for-
service system and will pay the plan on a fee-for-service basis.

So there are all kinds of things you can do to cushion the lack
of an adequate risk adjuster, but I think that we are still looking
at something which is relatively primitive in its development.

Mr. ScanNLoN. I would agree. I think there are two components
here. One is the conceptual model that you use for risk adjustment,
and while there has been progress made in that dimension, as Bar-
bz;:'% indicated, it is there, but it has been relatively static for a
while.

Certainly, I think there is the issue of the administration or the
implementation of one of those conceptual models. But the concep-
tual models have been built off data that have been available to the
existing fee-for-service system. We have not turned around and
said how we will administer these models in a managed care envi-
ronment, when the world is predominantly managed care. How is
information going to flow well so that we can risk-adjust and addi-
tionally set rates in the future? Today, we are very happy setting
managed care rates based on fee-for-service experience and saying,
gee, we are doing well, we got a discount. What if we have pre-

ominantly managed care, and we don’t have this fee-for-service
benchmark anymore to guide us in terms of rate-setting?

Ms. CHRISTENSEN. One more question, and then we’ll close.

Go ahead.

QUESTION. [Inaudible.] But I wonder how well we analyze the
DRG system, which was [inaudible].

Mr. SCANLON. We don’t want to wait until we have the perfect
risk adjusters. We don’t need the perfect risk adjusters to move for-
ward. What we need to do is recognize the limitations of the risk
adjusters we do have and to compensate for them appropriately.

The reinsurance, or what Barbara referred to as the stop-loss
provisions, and the risk corridors that I talked about are ways of
compensating for the lack of a good risk adjuster.

If you think about it, by using a pure capitation payment, you
are betting that you were right in saying this is the amount we
should pay. If you want to cover your bets and say we weren’t nec-
essarily right, we could be a little bit high, or we could be a little
bit low, and you adopt reinsurance or a risk corridor, you have cov-
ered your bets in some respects.

The other thing to do is to be very sensitive about maintaining
or continuing the process of learning, to make sure that you are
collecting data to understand your experience, and you will be able
to, in some respects, relax your reinsurance, relax your risk cor-
ridors in the future if you are able to better risk-adjust in the fu-
ture.
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I think those are the things you need to think about. We don’t
want anybody to leave here feeling like we should be paralyzed; we
Jjust need to be careful about how we make progress and do it in
a deliberate and judicious fashion.

Ms. SMITH. Just to reinforce that, I think that what it really un-
derscores is that we have to continue to make some R and D types
of investments in developing the risk adjustment methodology,
which we have really not done in a comprehensive way. That is
goinghto be critical to the financial viability of a capitation ap-
proach.

The other aspect of it is that it means you have to continually
monitor what your outlays are and how your various expenditures
are going according to plans and then compared to your fee-for-
service system, and this will be particularly important to the Medi-
care program where, right now, the Medicare program basically
loses money on every person who enrolls in a managed care plan.
Obviously, they are trying to turn that tanker around, but you
have got to continually monitor the progress of that to make sure
that you have in fact corrected it along the way.

QUESTION. Have you made any changes in terms of the kind of
data that Medicare is going to be required to collect relative to
these special needs populations? I mean, even now with the R and
D [inaudible], so in 5 years, we’ll have another [inaudible].

Ms. SMITH. Right.

Mr. SCANLON. We have not made good progress in terms of the
data that Medicare is collecting on this population. In fact, a num-
ber of States are ahead of the Medicare program in that regard.

Ms. CHRISTENSEN. I wish we had time for all the questions that
I have up here.
| Thank you all for your time and preparation; it has been excel-

ent.

Next week in this room, we will talk about quality in plans, and
the week after that we will talk about the State contracting proc-
ess.

Thank you very much.

[Whereupon the forum was concluded.]



QUALITY AND OUTCOME MEASURES

TUESDAY, JULY 15, 1997

U.S. SENATE,
SPECIAL COMMITTEE ON AGING,
Washington, DC.

The forum met, pursuant to notice, at 9:30 a.m., in the Dirksen
Senate Office Building. Ms. Susan Christensen, Public Policy Fel-
low, presiding.

OPENING STATEMENT OF MS. SUSAN CHRISTENSEN

Ms. CHRISTENSEN. We have arrived at our third forum in the se-
ries of four. The series is examining issues of managed care for peo-
ple with special needs. So far, we have been very excited by the
participation and the caliber of the discussion, and today should be
no exception.

I'learned a great deal just through the telephone conversations
we engaged in to prepare for today’s topic.

This series of forums came about after the Committee held a
hearing about people with chronic conditions who are dually eligi-
ble for Medicaid and Medicare. We discovered that significant is-
sues still need to be resolved when serving people with special
needs in managed care plans. We divided those issues roughly into
four main themes which are the topics of our four forums.

At the first forum, we got a picture of what it means to be a per-
son with special needs. The theme of the second forum was the
ability of the current managed care industry to deliver health care
eﬁ'e(cltively to individuals who have a wide variety of specialized
needs.

Toda:{'s forum covers quality and outcomes measures. We have
devoted an entire forum to this topic because of its importance and
because there is still so much to do in this area. The industry is
only beginning to adopt patient-oriented standards for health plans
that serve healthy people. Those measures rely on data, averages
and indicators related to acute episodes from which enrollees are
expected to recover.

That is not the situation with the beneficiaries who are the sub-
{ect of our forums. Just as they need specialized and frequently

oni-term care, these beneficiaries will need specialized assurances
f the quality of that care.

Our panelists will each make a short presentation; then we will
have time for questions and discussion. Please jot down any ques-
tions that come to mind as you listen; Hope has some forms for you

(129)
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to use, and they will be collected at the end of the presentations
when we have our discussion.

Our final forum will be next week. At that time, our panelists
will discuss problems faced by States that want to contract to pur-
chase managed care plans for their Medicaid beneficiaries with spe-
cial needs. That forum will be next Tuesday in this room at 9:30
in the morning.

Ultimately, the Committee plans to publish the information gen-
eritigd by these forums and make it available to Congress and the
public.

Once again, I need to thank LaVita Westbrook who is the orga-
ﬁizer of all the details of these forums; without her, they would not

appen.

Today our panelists are Bill Scanlon, who is_Director of the
Health Financing and Systems Issue Area at the U.S. General Ac-
counting Office, GAO. He has been engaged in health services re-
search since 1975. Before joining GAO in 1993, Dr. Scanlon was co-
Director of the Center for Health Policy Studies and an associate
professor in the Department of Family Medicine at Georgetown
University. His research has focused in particular on the Medicare
and Medicaid programs, especially provider payment policies, and
the provision and financing of long-term care services.

We also have today Dr. Michael Collins, who is Deputy Executive
Director at the Center for Health Program Development and Man-
agement at the University of Maryland Baltimore County. The
Center is a health policy and information consulting firm within
the State government. Dr. Collins’s professional concentrations are
in health care information and decision support systems, quality
measurement, and program development and evaluation. He has
worked with a wide variety of for-profit and nonprofit, private and
public, U.S. and international organizations.

We also welcome John Ware. Dr. Ware is a Senior Scientist in
The Health Institute at New England Medical Center and on the
faculty at Tufts University School of Medicine and the Harvard
School of Public Health. He is a member of the Institute of Medi-
cine and serves on the board of directors of the Medical Qutcomes
Trust. Since 1984, Dr. Ware has served as principal investigator for
the Medical Outcomes Study, which developed the SF-36 Health
Survey and other tools widely used in monitoring outcomes for pa-
tients. Prior to joining The Health Institute in 1988, Dr. Ware was
a senior research psychologist for 14 years at the RAND Corpora-
tion.

Finally, we welcome Trish MacTaggart. Ms. MacTaggart is the
Director, Quality and Performance Management, Center for Medic-
aid and State Operations, in the newly reorganized Health Care Fi-
nancing Administration, HCFA. She previously provided leadership
in the development of Section 1115 waivers in the Office of State
Health Reform Demonstrations at HCFA. Prior to coming to HCFA
in March, Ms. MacTaggart was Director of the Medicaid program
for Minnesota.

I am going to turn it over to Dr. Scanlon, and I believe the panel
has decided amongst themselves what order they wish to go in, so
I'll just let them take off. Each panelist will speak for about 5 or
10 minutes, and then we’ll have questions.
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[Note: Due to recording difficulties, it was not possible to make
a transcript of the forum on Qualitiy and Qutcome Measures held
dJuly 15, 1997. Dr. Scanlon generously took the time to re-record his
comments, which we are using to serve as a summary of the issues
raised at the July 15 forum.
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176 Communicating the Quality Message

As part of its Violence Initiative, Allina also has partnered with the Minnesota Medical
Association on its Stop the Media Violence campaign and with state officials in the creation
of a new governor’s commission that will look at violence as a public health issue. Through
these and other collaborative efforts, Allina belicves it can make an important and lasting
contribution to the broad health of its communities, especially its more vulnerable ones.

CONCLUSION

Medicaid recipients are a diverse group of people with a variety of complex social as well
as medical needs. The fact that Medicaid recipients have health care does not mean that they
can access that care. Many Medicaid recipients face a host of obstacles—such as difficulty
understanding English, finding affordable housing, or obtaining a ride 1o a doctor’s office—
that make it difficult, if not impossible, for them to keep appointments with health care
providers or follow up on the treatment prescribed them.

For a managed care system to be effective, it must address the social as well as the med-
ical problems of its Medicaid members. It must also develop innovative, nontraditional
ways of communicating with those members. To be truly effective, however, all communi-
cation efforts must acknowledge the great diversity that exists within vulnerable popula-
tions. A one-size-fits-all approach does not work. As David Strand, president of Medica
Health Plans and system vice president of Allina Health System, has said: “Health plans that
truly serve Medicaid recipients must take a specialized approach and adapt to the distinct
needs of low-income and special-needs enrollees. Such an approach presents those of us in
managed care with both a challenge and an opportunity. The challenge is to listen more
closely to what the enrollces themselves have to tell us about the obstacles that stand in their
way to accessing quality health care. The opportunity is to work more diligently with them
and others in our communities to help remove those obstacles. Only by listening well and
working together will we enable our most vulnerable populations to reccive the quality
health care available to them.”
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care organizations, we need to know enough about services provided so that we can understand and
evaluate plan performance. Information can play an essential part to counter the incentives for
under-service that exist in the financial arrangements that define managed care, namely capitation,
as well as to create real competition among plans on the basis of quality of service. That competition
will ensure that individuals receive services that they need--and the best services possible--given the

revenues available.

In today's marketplace, we are witnessing many larger purchasers seeking more information about
services that managed care plans provide. In general, they are seeking information about population-
based measures of the services provided to the individuals that they have enrolled in managed care
organizations. To a more limited extent, they also are seeking information about the outcomes
associated with those services. Certainly one of the most prominent examples of the movement to
information collection for quality assurance is the Health Plan Employer Data Information Set, or
HEDIS, which has been created by the National Committee for Quality Assurance, an organization
of both purchasers and managed care plans. HEDIS is a series of measures that combines some
structural characteristics--such as the turnover in a plan's network, the composition of a plan's
beneficiary population, the plan's financial status--with process measures that identify the receipt
of different services by individuals within the plan. HEDIS, while an extremely valuable step in the
direction of collecting information about services received by individuals within a health care plan,
focuses to a large extent on the general population, and not persons with special needs. The kinds
of measures that are collected include items such as: immunizations, receipt of well childcare, and
receipt of care for diabetes. It does not include the infrequently occurring types of conditions that

we have been talking about in this series of seminars.

HEDIS is, however, a system, or a system that is continually in a state of evolution. Managed care
organizations are now using HEDIS version 3.0 and efforts are underway to create the next version
of HEDIS. [ would anticipate that future versions will include a broader arrays of measures that will

capture the services received by more narrowly defined segments of the population. It seems

Comments of Dr. Scanlon Summarizing Discussion in Forum Three: Quality and Outcome
Measures, July 15, 1997 2
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unlikely though that these future HEDIS measures will include many, or perhaps any, that relate

specifically to the very low incidence complex conditions we have been discussing.

FACCT, or the Foundation for Accountability, represents a second prominent effort to identify
information to measure plan performance. FACCT, which was established in 1995, is an
organization of purchasers and consumers which represents the demand side of the healthcare
market, as opposed to the NCQA, HEDIS's sponsor, which is more representative of the supply side.
While FACCT attempts to focus on health care provided to consumers in the general population, as
well as care provided to those with specific conditions, they focus on conditions that are more
prevalent and that are thought to be of interest to a broader segment of the population. They also

emphasize conditions where it is believed plans can make a difference in terms of improving health.

FACCT's approach involves selection of different clinical conditions--such as asthma, breast cancer,
diabetes, or major depression--and then identification of a set of associated process and outcome
measures. In these sets of measures, there are measures that reflect access to particular services.
There is interest in including services that represent the state-of-the-art of care and services that
represent good preventive care. There are also outcomes -- measures — either intermediate outcomes
such as the early detection of a disease, as well as survival rates for particular disease. Finally, there

are measures of consumer satisfaction with the services that are being provided.

It is very easy to identify the shortcomings in the approaches that I have just outlined, relative to
fully capturing the quality of services being provided to the general population of individuals that
are enrolled in a managed care organization, and even more so for the care of the population of
individuals with special needs. However, I think, in order to be fair, we need to recognize that these
efforts are in their infancy. We only relatively recently have developed a considerable interest in
assessing the services and the quality of services that managed care organizations are providing.
There has been considerable evolution in the approaches, and progress continues to be made.
Having said that, it is also important to think about the measures that we have available in the

Comments of Dr. Scanlon Summarizing Discussion in Forum Three: Quality and Outcome
Measures, July 15, 1997
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context of enrolling people who represent a highly vulnerable populations and making sure, that to
the extent that these measures are not adequate, we take other steps to ensure that persons with

special needs are adequately cared for by the managed care organizations with whom we contract.

It is important to recognize that we have only a handful of measures, and that we need to be
concerned about the incentives that using these measures may create to "teach to the test”. In other
words, given that there are only a handful, fewer than 50, different aspects of care that are going to
be monitored, it would be expected that a savvy organization would insure that it scored well on
those dimensions. What was happening with other aspects of care would be unknown. Potentially,

some other dimensions of care not being monitored, are not receiving adequate attention.

In terms of the future and the evolution of these approaches, adding more and more comprehensive
measures is not an easy task. It is very difficult to decide what the norm for the receipt of care or
an outcome should be. Furthermore, even when we decide that receipt of a particular treatment is
the norm for a particular condition, we need to understand what the prevalence of need for that
particular treatment is. In other words, we need to understand what the denominator is, or how many
persons should receive that service -- in order to be able to identify whether or not enough of that
service has been provided. In terms of establishing the norms for an outcome, there needs to be
considerable attention devoted to the linkage between services and outcome. There are many
extraneous factors that may influence outcomes associated with the service. There also is the need
to consider the timing of an outcome. The outcomes for many services may be long delayed and

may involve the receipt of additional services in the interim.

Some of these problems are very similar to issues raised in the discussion of risk adjustment. We
need to develop measures that are going to be fair to the health plan, in that, as we hold them
accountable for delivering services, we should be holding them accountable for services that do have

a positive impact and for outcomes that are actually attainable.

Comments of Dr. Scanlon Summarizing Discussion in Forum Three: Quality and Outcome
Measures, July 15, 1997 4
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While we are in the midst of this evolution of measures that can be used to assess the quality of care,
we also need to consider whether we should allow the current state of our knowledge about quality
measures to lead to actions that could preclude future improvement. In particular, one issue is
whether plans should collect and provide purchasers encounter data describing all the services
delivered. While there is increasing provision of HEDIS or FACCT measures to purchasers, there

is some resistance to furnishing comprehensive encounter data .

In part, the opposition to the provision of encounter data may be associated with the fact that, at this
point, there are limited uses for such data because of the lack of appropriate conceptual measures
for either the receipt of particular services or outcomes associated with services. While I believe that
our set of valid and useful measures is going to improve over time, we need to be concerned about
our ability to produce that information in the future. We need to be aware of the fact that if today
we are developing information systems that are focused on the existing sets of HEDIS or FACCT
measures, we are going to incur expensive retooling in the future in order to be able to provide the
new measures for future HEDIS or future FACCT systems, or for some of their successors. By
developing the capacity to collect encounter data today, there will be an opportunity to quickly

implement different measures as they are developed.

It is also an often overlooked fact that encounter data will be essential for the rate setting process in
the future. At this point, rate setting is an easy task -- let us say a relatively easy task, given all that
has been said about the difficulties of risk adjustment-- because fee-for-service information about
the receipt of services does exist and can be used as a benchmark for establishing rates. In the
future, more and more individuals enrolling in managed care will result in much less fee-for-service
data. The lack of encounter data then will be a significant barrier to establishing appropriate rates
for the payment of services. One can only imagine how quickly this is going to happen, given the
movement to managed care, as well as significant changes that the provision of medical services

undergo as medical knowledge develops over time.

Comments of Dr. Scanlon Summarizing Discussion in Forum Three: Quality and Outcome
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I think it is a positive step that many of the states have recognized the value and the need for
encounter data. Seventeen states are collecting encounter data now and 5 more have indicated that
they plan to collect encounter data in the near future. While these are positive steps, there remain
some significant issues about the collection of encounter data, primarily associated with the
appropriate processes to both validate and verify the information that is being provided. In the fee-
for-service world, there is an axiom that data being used for payment purposes have significantly
higher reliability than other information. Given that encounter data will generally not be used to
determine payment, there is a risk that the data are not nearly as reliable as the fee-for-service
information claims have been. Therefore, special steps need to be taken to ensure that the data are

reasonably valid and reliable.

The last area that I would like to mention relates to the discussion last week about changing the
definition of medical necessity as it applies to services for persons with special needs. A similar
expansion is needed in talking about quality measures. There are dimensions other than access to
services and the clinical outcomes associated with services that are very important to persons with
special needs. We can think of these other dimensions, in some respects, as the amenities associated
with the care that is being delivered. How convenient is it for individuals with special needs to get
services, given what we know about their difficulty in terms of getting to physicians' offices or to
other care centers, or their potential difficulties in moving around offices -- getting onto or sitting
on examination tables? How hassle-free or pain-free plans make access are issues in addition to
outcomes such as survival or level of functioning that may be very important to persons with special

needs.

The last thing | would say about using accountability and oversight of managed care for persons with
special needs is to reemphasize the very low prevalence of these special needs in the general
population. Any monitoring system that is used has to stratify adequately in order to capture a
sufficient number of individuals with special needs to ensure that how well plans serve their needs

is being adequately monitored.

Comments of Dr. Scanlon Summarizing Discussion in Forum Three: Quality and Outcome
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Center for Health Program Development and Management, UMBC

Quality and Outcomes Measures
from Encounter Data: Beyond
HEDIS

A. Michael Collins, PhD
University of Maryland
Baltimore County
contact: collins@umbc.edu
Senate Special Committee on Aging, July 15, 1997

Center for Health Program Development and Management, UMBC -

Overview

« “Beyond HEDIS” quality measures

« How quality measures relate to health
plan performance

Center for Health Program Development and Management, UMBC -
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Center for Health Program Development and Management, UMBC

HEDIS vs. quality measures

+ HEDIS purpose: help purchasers
compare plans, in general

« Quality measurement strategies:
- Identify populations of special interest

- Relate plan performance to treatment
standards and guidelines

- Improve information systems

Center for Health Program Development and Management, UMBC -

Ambulatory Care Sensitive
Conditions

+ Conditions for which timely and
effective ambulatory care should lead to
lower hospital admission rates

+ Conditions should be tailored to the
population served by the plan

+ Maryland Medicaid has a list of 23
conditions

Center for Health Program Development and Management, UMBC -
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Center far Health Program Development and Management, UMBC

Maryland Medicaid Ambulatory Care
Sensitive Condition examples

« Kids: immunizable conditions,
congenital syphilis, dehydration, iron
deficiency anemia, low birthweight,
failure to thrive

« Adults or all: tuberculosis, epileptic
convulsions, malignant hypertension,
congestive heart failure, angina, severe
ENT infections, pneumonia, ruptured
appendix, PID, cellulitis, gangrene

Center for Health Program Devetopment and Management, UMBC

Vulnerable population example:
asthma in children

+ HEDIS measure (version 2.5, not 3.0):
hospital admission rate

+ Number of ER visits

+ Follow-up visit within six months of
asthma diagnosis

» Follow-up visit within two months of
oral steroid prescription

Center for Heatth Program Development and Management, UMBC -
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Center for Health Program Development and Management, UMBC

Quality measures don’t measure
“qua]ity”

« Usually, they measure rates of an
occurrence

« Measures rarely account for underlying
population characteristics (case-mix)

« Quality assessment = a measure + a
norm, benchmark, or performance
standard

« Measures tell you where to look harder

Center for Health Program Development and Management, UMBC -

Quality is a system outcome

+ “"Managed care” is a system theory

+ The Deming perspective: define,
measure, improve; processes and
outcomes are part of one system

+ No other industry’s leaders believe they
can successfully manage their
businesses without detailed information
on the production process

Center for Health Program Development and Management, UMBC -
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Other elements of system quality

« Access and network standards, e.qg.
gatekeeper requirements, time/distance
standards, specialist availability, out-of-
network options, special needs
coordinators, case management,

+ Treatment policies/protocols:
standardized, accessible decision
making processes, “experimental”
treatment standards

Center for Health Program Development and Management, UMBC _

Quality elements--2

+ Patient empowerment standards, e.g.
grievance, appeals, ombudsman
mechanisms, gag clauses

+ Payment issues, e.g. special “carve out”
rate cells, anti-risk selection measures,
risk adjustment, incentive arrangements

Center for Health Program Development and Management, UMBC -
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Center for Health Program Development and Management, UMBC

Managed care quality objectives:
the purchaser perspective

« Address issues of quality as a system
product (as opposed to a clinical event)

+ Implement performance measures
appropriate to a systems approach

« Look for structured feedback processes
+ Evaluate, communicate, iterate

Center for Health Program Development and Management, UMBC -

Systems Quality Goals

Move the median susp Lessen the variance

m—

Center for Health Program Development and Management, UMBC -
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Cent::r for Health Program Development and Management, UMBC

Medicaid is the quality “canary”

" & The acid test of managed care’s ability
to manage “the sick” -- the most
stressed populations, low resource
levels, Federal and State bureaucracy

«+ Failure will look like the nursing home
scandals of the *70s

+ Success will look like DRGs: the
managed care theory survives

Center for Health Program Development and Management, UMBC -
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MONITORING HEALTH OUTCOMES FOR
CHRONICALLY ILL, ELDERLY AND POOR
PATIENTS: LESSONS FROM THE
MEDICAL OUTCOMES STUDY (MOS)

John E. Ware, Jr., Ph.D.

Senior Scientist and Director, Health Assessment Lab
The Health Institute at New England Medical Center
Research Professor, Tufts Medicai Schiool and
Adjunct Professor, Harvard School of Public Health
Boston, Massachusetts

Senate Special Committee on Aging
Panel on Quality and Outcome Measures
Dirksen Senate Office Building, Washington, DC
July 15, 1997
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Health Care and Health Benefit?
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If More is Better, Cost
Containment Will Harm Health

Health K
Outcome (| . . .

Cost Containment

Health Care Resources ($)

.71t 3

MEDICAL OUTCOMES STUDY (MOS)
SPONSORS

THIS STUDY:

» The Functional Outcomes Program of the Henry J. Kaiser
Family Foundation at The Health Institute, New England
Medical Center (Grant No. 91-0130)

MOS OVERALL:
* Henry J. Kaiser Family Foundation, Menlo Park, CA
* Robert Wood Johnson Foundation, Princeton, NJ
* Pew Charitable Trusts, Philadelphia, PA

= Agency for Health Care Policy & Research (AHCPR),
Rockville, MD

= National Institute on Aging (NIA), Rockville, MD
» National Institute of Mental Heaith (NIMH), Rockville, MD
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MEDICAL OUTCOMES STUDY
(MOS) ADDRESSED QUESTIONS
ABOUT HMO AND FFS SYSTEMS

1. Are health outcomes the same for the
average chronically-ill patient?

2. Are health outcomes the same for
vulnerable subgroups (Medicare, poverty,
those most impaired)?

1Ty 5

MOS DESIGN

SITES: Boston, Chicago, Los Angeles

HEALTH CARE Prepaid (HMO) vs. Fee-For-
SYSTEMS: Service (FFS)

SAMPLE: 2235 chronically-ill
(oversampled elderly and poor)

FOLLOW-UP: 4 years (1986-1990)

OUTCOMES: Physical and Mental Health

0T pp 8

sen71597.pptp. 3
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ANALYSIS OF OUTCOMES

SF-36 physical and mental health summary
measures

Difference between 4-year follow-up and baseline
scores

Statistical adjustment for risk factors, analysis by
subgroups (elderly, poor, most impaired)

Steps in Comparing FFS and HMO

1. Compare outcomes for the
average chronically-ill patient

2. Test generalizability to
vulnerable subgroups

3. Compare outcomes for elderly,
poverty, and most impaired
subgroups

717 00t p &
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4-Year Physical Health Outcomes Were the
Same in Analyses of All Chronically-lll Patients

Fee for Service HMO

Source Ware et al | JAMA 1996; 276 1039-1047

Ca L TR

For the Average Patient, Physical Health Outcomes Were
Equivalent Across Systems

Four-Year Outcome
Baseline
System Score A Worse (%) Same (%) Better (%)
FFS 45.2 -3.0 27 57 15
{N=1162)
HMO 44.9 -3.1 30 55 15
(N=1073)

Source: Medical Outcomes Study (MOS) (Ware, Bayliss, Rogers et al 1996,
JAMA, 276, 13, 1039-1047, see Table 3

a-rtiSt oy 11
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4-Year Physical Health Outcomes Favored Fee-
for-Service over HMO for Elderly on Medicare

.Worse
28%

Fee for Service HMO

Source Ware etal JAMA 1996 276 1039-1047 ' N
en71SOT pr 5 13

For Medicare Patients, Physical Health Outcomes
Differed Across Systems

Four-Year Outcome

Baseline

System Score A Worse (%) Same (%) Better (%)
FFS 43.5 -5.0 28 63 9
(N=476)
HMO 434 -7.0 54* 37 9
(N=346) .

*%2=19.2, p<0.001

Source: Medica! Outcomes Study (MOS) (Ware, Bayliss, Rogers et al 1996,
JAMA, 276, 13, 1039-1047)
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4-Year Physical Health Outcomes Favored Fee-for-
Service for Poverty Group in Poor Health

Better

Better
57%

5%
Fee for Service HMO

Source Ware etal JAMA 1996 276 1039-1047
w7107t 5 16

For the Initially ill Poverty Group, Physical Health
Outcomes Favored FFS Over HMO

Four-Year Outcome

Baseline
System Score A Worse (%) Same (%) Better (%)
FFS 32.1 54* 5 38 57
{N=126)
HMO 35.2 -2.0 33 45 22
(N=90)

*p<0.001, ** ¥2=10.9, p<0.001

Source: Medical Outcomes Study (MOS) (Ware, Bayliss, Rogers et al 1996,
JAMA, 276, 13, 1039-1047, see Table 6)
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MAJOR FINDINGS -1

PHYSICAL DECLINES GREATER FOR:

* Elderly (Medicare)
* Poverty group

* Chronically-ill

MAJOR FINDINGS - 2

MENTAL IMPROVEMENTS GREATER FOR:
* Clinically depressed
* Non-poverty group

* Younger patients (<65)

sen71597.ppt p.
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MAJOR FINDINGS - 3

ON AVERAGE, OUTCOMES DID NOT DIFFER
BETWEEN HMO AND FFS SYSTEMS

RESULTS OF SYSTEM COMPARISONS DIFFERED:
» Elderiy (Medicare): FFS > HMO
* Poverty group: FFS > HMO

* Most impaired: FFS > HMO
* Across study sites for mental health

1T p B

LIMITATIONS OF THE MOS

» Data collected in 1986-1990

* Not a randomized trial

« Only three large cities

* Small samples for some comparisons

* Information about treatment and clinical
correlates of outcomes limited

* Short follow-up period relative to the duration of
chronic disease

» Some patients switched plans (20%) or were
lost to follow-up (30%)

w167 g p 1
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INTERPRETATION OF RESULTS

« Equivalent health outcomes for average HMO and
FFS patient do not hold for Medicare or poverty
groups :

« Previous studies that followed Medicare patients
for only one year may have been too brief

a?15T s 8 22

POLICY IMPLICATIONS

» Favorable overall HMO experience to date may
not generalize to chronically ill elderly and poor

« -Medicaid coverage did not explain worse
outcomes for poor in HMOs

« Health outcomes should be reported on a plan-
by-plan basis

o073t o 23
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NCQA “HEALTH OF SENIORS”
MEASURE (HEDIS 3.0) INCORPORATES
LATEST MOS ADVANCES

* Summarizes SF-36 physical and
mental health outcomes

* Two-year follow-up of 1000/pian
* Uses standardized risk adjustment
* Reports plan-level results publicly

sen71597 pptp. 11
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Additional Information is on the Inhemet at:

www.sf-36.com
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Differences in 4-Year -Health Outcomes
for Elderly and Poor, Chronically Il
Patients Treated in HMO and

Fee-for-Service Systems
Resuits From the Me_dical Outcomes Study

John E. Ware, Jr, PhD; Martha S. Bayliss, MSc: William H. Rogers, PhD; Mark Kosinski, MA; Alvin R. Tarlov, MD

Objective.—To compare physical and mental health outcomes of chronically ift
adults, including elderty and poor subgroups, treated in health maintenance orga-
nization (HMO) and fee-for-service (FFS) systems.

Study Deslgn.—A 4-year observational study of 2235 patients (18 to 97 years
of age) with hypertension, non~insulin-dependent diabetes mellitus (NIDDM), re-
cent acute myocardial infarction, congestive heart failure, and depressive disorder
sampled from HMO and FFS systems in 1986 and followed up through 1990. Those
aged 65 years and older covered under Medicare and low-income patients (200%
of poverty) were analyzed separately.

Setting and Participants.—Offices of physicians practicing family medicine, in-
temal medicine, endocrinology, cardiology, and psychiatry, in HMO and FFS sys-
tems of care. Types of practices included both prepaid group (72% of patients) and
independent practice association (28%) types of HMOs, large multispecialty
groups, and solo or small, single-specialty practices in Boston, Mass, Chicago, I,
and Los Angeles, Calif.

Outcome Measures.—Differences between initial and 4-year follow-up scores
of summary physical and mental health scales from the Medical Gutcomes Study
36-ltem Short-Form Health Survey (SF-36) for all patients and practice settings.

Results.—On average, physical health declined and mental health remained
stable during the 4-year follow-up period, with physical declines larger for the elderly
than for the nonelderly (P<.001). In comparisons between HMO and FFS systems,
physical and mental health outcomes did not differ for the average patient; however,
they did differ for subgroups of the poputation differing in age and poverty status.
For elderly patients (those aged 65 years and older) treated under Medlicare, de-
clines in physical health were more common in HMOs than in FFS plans (54% vs
28%; P<.001). In 1 site, mental health outcomes were better (P<.05) for elderly
patients in HMOs relative to FFS but not in 2 other sites. For patients differing in
poverty status, opposite pattems of physical health (P<.05) and for mental health
(P<.001) outcomes were observed across systems; outcomes favored FFS over
HMO:s for the poverty group and favored HMOs over FFS for the nonpoverty group.

Conclusions.—During the study period, elderly and poor chronically ill patients
had worse physical health outcomes in HMOs than in FFS systems; mental health
outcomes varied by study site and patient characteristics. Current health care plans
should carefully monitor the health outcomes of these vulnerable subgroups.

JAMA. 1996:276:1039-1047

JAMA, October 2, 1996—Vol 276, No. 13

ENROLLMENTS in health mainte-
nance orgrnizations (HMOs) have in-
creased nearly 10-fold since 1976, and in
some regions of the country, half of pri-
vately insured Americans are enrolled
in HMOs.! Policies at the state and fed-
eral levels seek to affect a similar shift
for those who are publicly insured, in-
cluding both Medicare and Medicaid.
Congress has signed legistation that will
give Medicare patients strong financial
incentives to enroll in managed care
plans. Yet, as documented in a recent
literature analysis,? little is known about
health outcomes in HMOs for the elder-
ly and the poor, who have historically
tended to favor fee-for-service (FFS)
over HMO systems.

The Medical Outcomes Study (MOS)
was fielded to compare 4-year heaith
outcomes for chronically ill patients
treated in well-established HMOs and
FFS plans serving the same “medical
marketplaces” in 3 cities.? To increase
the generalizability of results, adults
with 4 physical conditions (hypertension,

insulin-dependent diab mellitus
[NIDDM]), recent acute myocardial in-
farction, and congestive heart failure)
and 1 mental condition (depressive dis-

From The Health Instiute. New England Medical
Center (Drs Ware, Rogers, and T , Ms Baytiss, and
Mr Kosinsks), Tufts University of Medicine (Ors
Ware and Tariov). and Harvard School of Public Health
(Drs Ware and Tariov), Boston, Mass.

Reprnts: John E. Ware. Jr, PhD, The Health Insttute,
New England Med:ical Center, Box 345, 750 Washangton
St, Boston, MA 02111 (8-mail: john.ware@es.nemc.org).

Chronically 1l Eiderly and Poor Patients—Ware et al 1038
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Patient

order) were foll patients
with the same di ACT08S 5Y

of care and measuring them with the
same methods allowed more valid com-
parisons of outcomes across plans. To
better address policy issues, the MOS
oversampled the elderly and the poor.
Focusing on chronically ill patients and
oversampling of the elderly and poor
increased the likelihood of detecting dif-
ferences in health outcomes because
these subgroups account for a dispro-
portionate share of health care expen-
ditures and are, therefore, prime tar-
gets of cost containment.

We report here the results of com-
paring changes in physical and mental
health status between FFS and HMO
systems, measured over a 4-year pe-
riod. In contrast to previous MOS re-
ports of outcomes for the average pa-
tient, we focus on outcomes for policy-
rel subgroups—including patients
aged 65 years and older covered by
Medicare and those near and below the
poverty line. Further, results are re-
ported for patients across all of the
conditions sampled in the MOS and not
just for patients with hypertension and
NIDDM* and mental disorders.®

METHODS

The MOS was an observational study
of variations in practice styles and of
outcomes for chronically ilt adults treated
in staff-model and independent practice
HMOs vs FFS care in large multispe-
cialty groups, small, single-specialty
groups, and solo practices serving the
same areas. Details of the MOS design,
including site selection, sampling, clini-
cian and patient recruitment, and data
collection methods are documented
elsewhere.*! To briefly recap the study
design, MOS sites included Boston,
Mass, Chicago, IIl, and Los Angeles,
Calif, which represent 3 of the 4 US
census regions. When sampling began
in 1986 and 1987, these cities included
well-developed HMO and FFS plans,
including 2 of the country’s largest
HMOs employing salaried physicians
and 2 of the largest independent prac-
tice association (IPA) networks, Ineach
city, 5 or 6 practice sites were sampled
from each group practice HMO. The
physician sample included 206 general
internists, 87 family practitioners, 42
cardiologists, 27 endocrinologists, and
65 psychiatrists. In HMOs, patients
treated by 8 nurse practitioners were
also sampled. In addition, patients with
a depressive disorder were sampled
from the practices of 59 clinical psy-
chologists and 9 social workers. Clini-
cians averaged 39.6 years of age; 22%
were female, and 29% were interna-
tional medical graduates.

1040 JAMA, October 2, 1996—Vol 276, No. 13
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Patients followed up longitudinally
were selected from 28257 adults who
visited an MOS site in 1986; 71.6% agreed
to participate. In 18794 (92.9%) of the
visits, a standardized screening form was
completed both by the MOS clinician
and the patient. Using criteria docu-
mented elsewhere,? clinicians identified
patients with hypertension, NIDDM,
myocardial infarction within the past 6
months, and congestive heart failure.
Patients with depressive disorder were
identified independently in a 2-stage
screen, which included a patient-com-
pleted form and a computer-assisted di-
agnostic interview by telephone® 80%
of those contacted completed this screen-
ing process.

Patients were selected for follow-up
on the basis of diagnosis and participa-
tion in baseline data collection, as docu-
mented in detail elsewhere.* Inclusion
of patients with more than 1 of the §
conditions, with or without other comor-
bidities, allowed for a more generaliz-
able study. Of the 3589 eligible patients,
2708 (75.5%) completed a baseline as-
sessment. We randomly selected 2235
of these for follow-up, by chronic con-
dition and severity of their disease. A
patient sample of this size was sufficient
to detect clinically and socially relevant
differences in health outcomes, deﬁx}ed
as an average difference of 2 points or
larger on a scale of 0 to 100, in a com-
parison between HMO and FFS sys-
tems. Specifically, the statistical power
was greater than 80%, with a at the .05
level for a 2-tailed test.

Patients ranged from 18t0 97 years of
age, with a mean just under 58 years. At
baseline, 36.8% were 65 years of age or
older; all but 1 reported being covered
by Medicare. (An additional 144 patients
aged into this group during the 4-year
follow-up.) A slight majority (54%) were
female. About 22% were at or below
200% of the poverty line; 16% of those
reported being covered by Medicaid.
Three of 10 eligible for Medicare were
alsoin the poverty group, Three of 4 had
completed at least a 12th grade educa-
tion; about 1 in 5 was nonwhite.

Patients sampled had the following di-
agnoses: hypertension (n=1318), NIDDM
(n=441), congestive heart failure (n=215),
recent acute myocardial infarction
(n=104), and depressive disorder (n=444).
(These numbers add to more than 2235
because some patients had more than
one condition.)™® As in previous MOS
analyses ! FFS patients followed up in
this study were significantly older (41.9
vs 32.9 years on average) than HMO pa-
tients, were more likely to be female
(62.8% vs 57.8%), and were more likely

to be in the poverty group (254% vs
18.1%). The FF'S patients followed were
also more likely to have congestive heart
failure (11.8% vs 7.3%) and to have had
a recent myocardial infarction (8.9% vs
3.4%). As documented in detail else-
where (MOS unpublished data; see ac-
knowledgment footnote at the end of this
article for availability of all MOS un-
published data), 99% of patients fol-
lowed in both FFS and HMO systems
had 1 or more comorbid conditions; the
most prevalent conditions were back pai
sciatica (39% and 37% in FFS and HMO
systems, respectively), musculoskel-
etal complaints (24% and 22%), derma-
titis (17% in each), and varicosities (15%
and 14%).
1 Data C

After screening in the physician’s of-
fice and enrollment by telephone inter-
view, each patient was sent a baseline
health survey by mail.'® The baseline
survey was completed, on average, 4
months after the patient’s screening visit
with an MOS clinician. Four-year follow-
up data were obtained for 1574 of the
2235 patients (70.4% of the longitudinal
cohort). Patients were lost to follow-up
for a variety of reasons including refus-
als and failure to contact (n=661;29.6%);
137 (6.1%) who died during follow-up
were included in the analysis. Analysis
of initial health status for those lost to
follow-up for reasons other than death
revealed nodifferences and loss to follow-
up was equally likely in HMO and FFS
systems. However, younger and pov-
erty-stricken patients were more likely
to be lost from both HMO and FFS
systems. All analyses of outcomes ad-
justed for age, poverty status, and other
variables to take into account this po-
tential source of bias (see “Statistical
Analysis”).

Heaith Status Measures

Summary physical and mental health
scales constructed from the Medical
Outcomes Study 36-Item Short-Form
Health Survey (SF-36) were analyzed
(Table 1). These summary measures
capture 82% of the reliable variance in
the 8 SF-36 health scores estimated us-
ing the internal-consistency reliability
method.’*** The construction of sum-
mary measures, score reliability and va-
lidity, and normative and other inter-
pretation guidelines are documented
elsewhere 4!

Changes in health were estimated in
2 ways. First, baseline scores were sub-
tracted from 4-year follow-up/scores,
with deaths assigned a follow-up physi-
cal health score of 0 (Table 1). Although
these average change scores have the
advantage of reflecting the magnitude
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of change in the metric of the scales,
they mask the proportion of patients
with follow-up scores that differed from
those at baseline. Therefore, individual
patients also were classified into 3 change
categories: (1) those whose follow-up
score did not change more than would
be expected by chance (“same” group);
(2) those who improved more than would
be expected (“better” group); and
(3) those whose score declined more than
would be expected and those who died
(“worse” group) (Table 1). This iatter
method has the advantage of combining
health status and mortality without mak-
ing any assumption about the “scale
value” of death. Unlikely to be due to
measurement error, changes large
enough to be labeled better or worse
also have been shown to be relevant in
terms of a wide range of clinical and
social criteria.”®

Estimates of health outcomes for sur-
vivors only were substantially biased be-
cause deaths were more common among
those with congestive heart failure, aged
65 years and older, and under FFS care;
deaths were less likely for the clinically
depressed group. Differences in survival
rates between FFS and HMO systems
were insignificant after adjustment for
baseline patient characteristics. Thus, al-
ternative methods of coding deaths in
estlmatmg outcomes did not affect com-
parisons between FFS and HMO sys-
tems (MOS unpublished data).

Statistical Analysis
The goa! of the analysis was to com-
- pare HMO and FFS systems of care in
terms of average changes in health sta-
tus and in terms of the percentages of
patients who were better, the same, or
worse at follow-up. These outcomes were
estimated for all patients, and separately
for subgroups differing in age, poverty
status, and initial health. Multivariate
statistical methods were used to adjust
baseline scores so that the HMO and
FFS groups would begin as equal as
possible in terms of demographic and
socioeconomic characteristics, study site,
chronic conditions, disease severity, co-
morbid conditions, initial health status,
and other design variables (Table 2).
Independent regression models were
estimated for physical and mental health
summary measures, and F tests of sig-
nificance determined whether adjusted
change scores differed, on average, across
HMO and FFS systems. To make sure
that the summary measures did not miss
a difference concentrated in 1 of the 8
scales, all comparisons between FFS and
HMO systems also were replicated for
each of the 8 SF-36 scales. Because the
summary measures captured all signifi-
cant differences, results of their analyses
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Table 1.—Definitions of Basefine and Ouicome Health Measures

Baseine
Physical heatth

mmsmnro«mnams«w-y(sms)wmms«mwm wud.mlz-awh-n-
; test-retast

masn=S0, SD=10 i the general U
reliatity=0.89, which

Mmmmwumm“
SF-38 Mental Health Sunmary Scale, standardized 1o have mean=50, SD=10 i the genecal US
- i .87; last-retest i 80, which

ny

exceed the minimum

Clhﬂ-lﬂ‘dlo';l mu[(mdwm} (basefine score]. proratad 1o adfust for

Detween lse-for-service and

doddufhg Mmmv-dlmdnu
pouﬂomnm was

unequal
follow-up.'® A scoce

lmmemh, s«mmmm
didferences

combines
mw«som-mdomm«m heatth
prepaid healih maintsnance (HMQ) plans (MOS unpublished data).

Calcutated for surviving patients as [(score at 4-year tollow-up)~ (Deseiine scors)]. prorated to adust for
uneqgual time intarvals.

Each patient was classified into 1 of 3 categories, according to the direction and
batwsen basiine and 4-year follow-up. Patients whose scores dectined
who

mwmwmmwmwmwummmmmm
nonresponders.®

in comparison with

are report.ed here. Results t'or the 8 SF-
36 scales e(MOS

models were used to estimate adjusted

unpublished data).

Multinominal (polytomous) logistic re-
gression'” methods were used to com-
pare categorical changes (better, same,
worse) in physical and mental health
across HMO and FFS systems for the
total sample and for the subgroups. Ad-
justed percentages for change catego-
ries were generated with statistical ad-
justments for the same baseline
characteristics used in linear models
(Table 2). The )* tests of significance
were computed to determine whether
the percentages across change catego-
ries differed between HMO and FFS
systems of care.

Comparisons of outcomes across sys-
tems reported here combine results for
IPA “network™ and staff-model HMOs.
Asin previous MOS analyses,* there were
no significant differences in outcomes for
these in IPAs and staff-model HMOs in
any of the analyses performed and there
were no consistent trends suggesting a
difference between IPAs and staff-model
HMOs. However, because only 28% of
prepaid patients were sampled from IPAs,
the MOS did not have enough statistical
power to i
across types of HMOs.

To facilitate interpretation, regression

for the total sample and for
be-

each subgroup in comparing
tween FFS and HMO systems. Formal
statistical tests for interactions were per-
formed to determine whether conclusions
about differences between systems were
the same across subgroups differing in
age (Medicare), poverty status, Medicaid
coverage, and initial health. To test for
differences in outcomes for groups in bet-
ter or worse initial health status, patients
were stratified using baseline physical
and mental health measures, both for lin-
ear and logistic regression models. Thirds
of the sample were identified based on
whether they were functioning (physi-
cally or mentally) higher, lower, or as
would be expected at baseline, given their
age and medical condition (Table 2).
Inkeeping with the logicofan intention-
to-treat analysis, patients were analyzed
according to the system from which they
were sampled. In support of this decision,
the great majority of patients had beenin
their system 4 years or more at the time
of sampling and most who switched did
not do so for another 2 years. Thus, more
than two thirds of those who’switched
systems during the 4-year follow-up had
been in the type of system they were
sampled from for 6 or more years before
switching. However, because MOS pa-
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Used in the of

Adjustad Health Change Scores

Main offacts
System of care

Sampled from prepait health mairtensnce organization (HMO) or fee-or-aervice care®

Age =65 y or age <83 y, classified at baseline
Male or fernale

Race
'White, black, or ather minority

Poverty stais.

Above or below 200% of poverty, defined &3 par capita housshold income in 1968 doltars

Madical Outcomes Study (MOS) tracer conditions:
myocardial

intarction (M),

disbetss mellitus,

Comorbid medical conditonst
Asthma, chronic obstnuctive pulmonary disesse, angina (ever), angina (recent, no Mi), M) past, other lung
disease, back athiitis,
complaints, olher rheumalic Gisease, colis, diverticulite, fistuias, palibiadder diseese, imitable bowel
disease, fver disease, wlmmm hcwydn-n benign prostatic hypertrophy, urinary

tract infection, varicosities, cances,

Initial physical or mental
Terties of baseline health status estimated from multiple inear regression that adjusted for 8Qe,
MOS tracer conditions, o conditions. Initia} lerties labeled as ."lvorlo-.'nm

Age 265 y and physical or mental health tertiss
Poverty and physical or mental health tertiles
interaction terms

Throe-way
H?40 and age 265 and physical or mental health terties

HiAO and poverty and physical of mental heaith tertiles

*Thirty patients (1.9% of thy

age [ hmw—:m

mumw €5 yoars. Analy
comparisons batween .

mmmmw-mmn
7 independenty derived

WQM(NMMIMM
very low pravalencs, the
Py

informasion
mmmmmmm

‘horts within the total follow-up sample,
the elderly subgroup, or the poverty sub-

group.

Totest whether differences in patient
outcomes between FFS and HMO sys-
tems could be explained by the specialty
of their regular physicians, these dif-
ferences  were also esmnat.ed with sta-
tistical ad; forp I
ties. Estimates of outcomes for each
system were equivalent with and with-
out adjustment for specialty and are re-
ported here without adjustment.

To facilitate interpretation, all tables
of results include 85% confidence inter-
vals around average change scores and:
all differences associated with a chance
probability of .05 or less were consid-
ered statistically significant. Significance
tests were not adjusted for multiple com-

parisons.

‘We hypothesized that the MOS sample
would score below 50, the norm for the
general population, on both measures at
baseline, and they did. Because there
are good arguments for hypothesizing
better or worse outcomes across HMO
and FFS systems over the 4-year follow-
up period, we used 2-tailed tests of sig-
nificance throughout.

RESULTS

Adjusted physical and mental health
scores were virtually identical at base-
line for patients sampled from HMO and

diverticulitis, inteatinal istulas,
cancer, and type | diabeles melitus.

tients were more likely to switch froman
HMOthanfromanFFSplzn(Mvs

Mduu- Rver dissase, benign prostatic hypertrophy, varicosities,

fer between the 2 system cohorts for the
total sample (71% vs 70% for FF'S and

15%; P<.01), esti of

have been biased. This potential source
of bias was evaluated by co ing rates
of switching within elderly and poverty
subgroups along with average outcomes
for those who did and did not switch. As

(MOSunp
data), the relative probability of switch-
ing from an HMO obeerved within the
elderly and poverty subgroups was com-
parablewthatforthewulsample Fur-
ther, baseli

HMO, respectively), among the elderly
(both 74%), or for those in poverty (62%
vs 60%). Baseline physical health scores
for those followed up and lost to follow-
up did not differ between FF'S and HMO
cohorts in analyses of the total sample or
for elderty or poverty subgroups. To de-
termine whether those lost and followed
for health status outcomes had equa.lsur—
vival probabilities, survival was moni-
tored for all study participants for 7 years
afterb

inphyuulnndmentalhulthdxdnotdtf-
fer significantly for those who did and did

line. Survival probabilities did
not differ for those followed up and those

FFSsy (Table 3). In relation to pub-
lished norms for the US general popula-
tion,* MOS patients scored at the 24th
and 35th percentiles for physical and men-
tal health, respectively, indicating sub-
stantially more physical impairment and
emotional distress than experienced by
the great majority of adults. During the
4-year follow-up, ave changes in
physical and mental health were indis-
tinguishable between HMO and FFSsys-
tems. Physical health scores declined
about 3 points in both systems, lowering
the average patient to the 19th percentile
at follow-up. Mental heslth improved
slightly in both systems, raising the av-
erage to about the 38th percentile.

The MOS had sufficient statistical
power to detect differences in health

not switch plans within either sub

(MOS unpublished data). Thus, conclu-
sions about system differences in health
outcomes are not likely to have been bi-
ased by the intention-to-treat method of

lost to fol]uw—up As documented in de-
tail el (MOS unpublished data),
mental health scores for those lost to
follow-up were significantly (P<.001)
lower at baseline for both FFS and HMO
cohorts. The same pattern was observed
for elderly and poverty subgroupe, with
asignificant difference favoring FFS over
HMO for Lhe poverty group (P<.05)
0S e

analysis u.sed in thm study

To in
rates of loss to fo[low-np were asource of
bias in comparisons of

systems, these rates were compared for
the total sample and separately for the
elderly and poverty subgroupe. As docu-
mented in detail elsewhere (MOS unpub-
lished data), follow-up rates did not dif-
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d data). However, as

documented in the tables cited in the
“Results,” adjusted physical and mental
heaith scores for the follow-up samples
analyzed here did not differ at baseline in
comparisons between FFS and HMO co-

as small as 1 to 2 points be-
tween HMO and FFS systems of care.
According to published interpretation
guidelines for the SF-36 Health Sur-
vey,? differences of this amount or
smaller are rarely chmmlly or socially
relevant, Thus, there is a basis fgr con-
fidence that an important average dif-
ference in health outcomes between
HMO and FFS systems was not missed.

Analyses of change scores categorized
as better, same, or worse confirmed
these results for physical and mental
health for the average patient. How-
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Table 3.—Physical and Mental Health Outcomes for Patients Treatad in Prepaid and Fee-for-Service Systems, Groups Differing in Age and Poverty Status

Physical Health® Mental Heaith®
i 1
Averasge Scores Categorical Changs, %t Average Scores anchum,%f
r L 10
No. 4yAt  95NCH Worse  Same  Better “yAl 5% en wwn Same m
Totsl sample 2235 45.0 =30 -3.810 =22 29 58 15 485 1.1 03119 15 83 2
Servics systemn =15 x=1.3
Prepaid (HMO) 1073 4“9 -31  -430-19 0 55 15 479 12 001024 14 84 22
Fee-for-gervics 1162 45.2 =30 -42w-18 27 57 15 49.0 1.0 -04m24 16 63 21
Agy =14.1] 203
« Eerty 822 43.5§ -58% -7.0Ib-48 36 53 1 50.39 07 -05119 15 65 20
Nonelderty 1413 45.7 -1.9 -2.910 ~0.8 28 58 17 47.7 1.3 031023 15 83 2
Poverty status =t =16
Poverty 489 44.4 -38 -5210 -2.0 3 51 17 478 0.7 -1.11025 17 &0
Nonpoverty 1746 452 -2.9 -37t0 -2.1 27 58 15 48.8 12 041020 15 64 21
*HMO indicates maintenance organization. Scores are adustad for demographics, chronic disease, and design factors. The 4-year change scores for physicat heaith
(but not mental health) inciude deaths scored &t O at 4-year follow-up.
fm{mﬁsﬂumuwmnmmwmmMmmmummmouumdmnwmmummnwwwerm
"“‘u.a:.-s‘;..'-.:.--araqo_., indticats whether ths mesn score in 1 row diftarad frvn the maan scora for the other row.
QI’L:IQS%M {C mmmomwmmmwmewwame-(kos)
1P<.001.
$P=01.

Table 4.—Physical and Mental Health Outcomes in Prepaid and Fee-for-Service Systems for Elderly and Nonelderty Patients

Physical Heslth® Mental Health®
r i
Average Scorss Ci Change, %1 Average Scores Cmgoflul Chanp %f
r
No. Baseline (SE) 4.y Af 95% Ci§ won. Same wandlm(SE) 4y a3 mug Wovu Same Botm
Elderty 822 Y=19.21 X711
Prepaid (HMO) 348 43.4(0n ~7.0 ~8.810-52 54 37 i 50.1(0.8) 1.3 ~05103.1 14 60 26
Fee-lor-servica 476 435(0.0 ~5.0 -86W~34 28 83 8 50.6(0.8) 02 -181020 14 73 13
Noneiderty 1413 x=2.3 =26
Prepaid (HMO) 727 45.8(0.5) -1.2 -2.61002 2 82 16 48.9 (0.6) 1.5 011029 12 68 20
Fee-lor-service 888 45.6(0.5) -2.4 -38tw-10 29 57 15 43.5 (0.5) 11 -071029 18 64 19
Test for equn
of differences in
outcomes between
prepaid and fee-for-
service systema
among eiderly vs
iy Fuisie=2.18 x*=35.6** Farmon1.3 x=25.91%

*Scores are adjustad for demographics, chronic disease, and design factors. The 4-year change scores for physical health (but not mental heatth) inctude deaths scored

lluut up,
‘g‘-ume-muwmmmmwummmmummmunmummmwmmmmg
{HMO) group ciffers from the mean scors for the lee-for-servics

{FFS) group.

pair of rows.

glflmvs%enrmlnhw((:l)dunno(hdudlo then average change scores are larger than expecisd by chance (P<.05).

ever, the categorical analyses called at-
tention to substantial variation in out-
comes. Physical health scores at follow-
up differed (from those at baseline) for
45% of patients; about 30% declined and
15% improved, more than would be ex-
pected due to measurement error. The
reverse pattern—improvement more of-
ten than decline—was observed for men-
tal health scores (Table 3).

Variations in Outcomes for Elderty
and Poverty Groups

The average adjusted physical decline
was greater for elderly than nonelderly
patients (A=—~5.8 vs —1.9; P<.001); 36%
and 26% of elderly and nonelderly pa-
tients, respectively, scored worse at fol-
low-up than at baseline (P<.001) (Table
3). Elderly patients scored higherin men-
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tal health than nonelderly at baseline
(P<.001); nonelderly patients improved
significantly over time while the elderly
did not.

Both poverty and nonpoverty groups
declined in physical health (4 =—3.6 and
~2.9, respectively), which are not sig-
nificantly different amounts. Mental
health improved significantly for non-
poverty patients but did not improve
for those in the poverty group.

Differences in Outcomes by System:
Elderly and Nonelderty

Although adjusted baseline scores
were equivalent for elderly and nonel-
derly patients in comparisons between
HMO and FFS systems (Table 4),
changes in physical and mental health
scores over time for the elderly in HMO

Chronically It Eiderly and Poor Patients—Ware et al

and FFS plans were significantly dif-
ferent from those for the nonelderly
(F=2.1, P<.05, and x*=35.6, P<.001 for
physical health; F=13, P>.05 and
x$=25.9, P<.01 for mental health) (Table
4). Physical health outcomes were, on
average, more favorable for nonelderly
patients in HMOs, while physical health
outcomes were more favorable for el-
derly patients in FFS,

Although we could say with statistical
confidence that the patterns of average
change scores were different across HM®
and FFS systems for elderly and nonel-
derly patients, only pairwise comparisons
between categories of changes were sig-
nificant for the elderly (Table 4). The
analysis of change categories also revealed
that physical health was much less stable
over time for elderly patients in HMOs
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'I'nbloS.WNWWMMWWFW-&msmwMWWGW

Physical Heslth® Montal Hoalth®
f 11—
Aversge Scores Changs, %t Average Scores cmmﬂ
[ L 1y
No. Basellne (SE) 4y A} 95% Ci§  Worse Same  Better Baseline (SE) 4y At mcn Wuu Same Bothr
Poverty 489 ximd,1 X'=43
Prepaid (HMO) 295 43.3(0.9) ~4.0 -82t0-18 R 58 9 472(1.0) -0.4 -39w31 14 n 14
Fes-for-service 194 45.1 (0.8) -33 -570-09 36 48 18 47.9 (0.8) 13 -12138 17 57 28
Nonpaverty 1748 X=2.34 X=2.59
Prepaid (HMO) 879 45.3{0.5) -22 -36t-08 24 a2 13 47.9(0.5) 1.4 0210286 1 70 18
Fee-tor-service 887 45.1(0.4) -3.4 -48W0-22 2 57 12 49.5 (0.5) 1.0 ~081028 18 -] 18
Test for equivalence
of difterences in out-
comes batween pre-
nladmdhﬂw
mwnnyvl
nongovery subgroups Fouu=2 7} 2424 Fuunmd 28 x=230%*
Wmmummmmwmmmmmummmmmm)mmmnon
4-year follow-up. HMO indicatas health maintenance
tmx’:m’niulw change refer 10 the results shown and i 'whether the pattems of are scquel,
for average scores the mean scons for the HMO group difters from the mean scors for the fee-for-service group.
g«;:]as%mnw(u)mmmomwawmmwwmwwama(kos)
P02
#P<.001.
**FAa03.
Tabie 8.—Physicat and Mental Health Outcomes in Prepaid and Fee-for-Service Systems for Initially I Patients in the Poverty Group
Physical Heelth® Mental Health®
17 1
] Average Scorest Changs, %t Average Scorest Catagorical Change, %3
1T 1 VT
No. Baseline(SE) 4y4 95%Ci§ Worse Seme  DBatter Basellne(SE) 4ya 95%CI§ Worse Same Baetter
X'e10.9 ximd. 1
Prepaid (HMO} 90 35.29 (0.8) -20¢ -5.1101.1 33 45 22*" 37.1 (0.9) 4.5 ~1.41010.4 16 55 29
Fee-for-service 32.1 (1.0 54 21187 5 38 57 37.5(0.8) 59 22098 16 34 42
Lsao:s wumﬁ,mw&mmmmm@mmmmmhwmmmmwmwmwmm
at 0 at 4-year follow-up.
tests for averag e g B e fee-for-service
x’mnsﬁakxwmummammmmwmmmmmummmmhmmdm
§g.m.9$%mmtmd(m)&“nmlndm0Mlmmmmwrmwwm(kﬁ)
[
1Pa.014.
#P<.00%
**Pa 04

compared to those in FFS (37% vs 63%,
respectively, stayed the same; x=192,
P<.001). The elderly treated in HMOs
were nearly twice as tikely to decline in
physical health over time (54% vs 28%;
P<.001)(Table4). The dxﬁerencemphysx~
cal health outcomes favoring FFS over
HMOs was statistically significant for el-
derly patients regardless of their initial
health (MOS unpublished data). Physical
health outcomes favoring FFS over
HMOs for the elderly were also apparent
in all 3 study sites (MOS unpublished
data).

HMOs differed significantly across the
three sites (F=2.44, P<.01).

Differences in Qutcomes of Poveny
and Nonpoverty ps by

As shown in Table 5, compansons of

in outcomes for the poor, HMO and FFS
systems were compared among Medic-
aid patients (n=216). Medicaid patients
in HMOs did not differ fromr Medicaid
patlents in FFS plans in health status at

line or in health as docu-

physical and mental health
across HMO and FFS systems produced
different patterns of results for poverty
and nonpoverty groups (F=2.7, P<.01,
and 2= 24.2, P<.02 for physical health;
F=42, P<.001, and x’=Z¥.0, P<.083 for
mental health). Only the pairwise com-
parisons between HMO and FFS sys-

mented elsewhere (MOS blished
data), and there were no noteworthy
trends. However, because of the rela-
tively small sample of Medicaid patients,
the MOS did not have sufficient preci-
sion to rule out an important difference
among Medicaid patients favoring ei-
ther system.

Average changes in mental health for  tems for poor patients who were in ill
elderly and nonelderly patients did not  healthat baseline were significant (Table  cOMMENT
favor 1 system over the other (P>.05).  6). Those in HMOs experienced an av- Limitations

However, analyses of mental health
change categories for elderly patients
favored HMOs over FFS; the elderly
were twice as likely to improve in an
HMO (26% vs 13% for FFS; =71,
P<.03). This result was due entirely to
the better performance of HMOs in 1
study site. A formal test for a statistical
interaction between plan and site re-

erage decline of ~2.0 in physical health;
those in FFS improved 5.4 points, on
average (P<.001). Comparison of cat-
egorical changes for poor patients in ini-
tial il} health also favored FFS pla.ns,
with 57% scoring better at follow-up in
FFS versus 2% in HMOs (,2=10.2,
P<.006).

To determine whether Medicaid sta-

vealed that mental health ¢ in

tus a d for differences observed

1084 JAMA, October 2, 1996—Vol 276, No. 13

Limitations of the MOS have been
discussed extensively,**!! but some limi-
tations and potential sources of bias war-
rant special emphasis here. Analyses of
4-year health outcomes have beenalong
time coming because of the many meth-
odological challenges faced by the MOS.
Do results apply to current health care?
If cost-containment pressures have in-
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creased since MOS data collection ended
in the early 1990s, high-risk patient
groupe may be at an even greater risk
today. If information systems for moni-
toring and improving the quality of care
are better now and if health promotion
and disease prevention initiatives are
more successful in HMOs, MOS results
may not apply to current health care.
The MOS was not a randomized trial;
mchtnalsaremremhealthmpohcy
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and system differences in physxca.l and
mental health outcomes were indistin-
guishable for those who stayed in the
same system, in comparison with those
who switched (MOS unpublished data).

care during the years of the MOS, First,
similarities in health cutcomes between
systems previously reported for the av-
erage MOS patient with hypertension
or NIDDM do not appear to hold for

Thus, it is unlikely that conct about
system differences in outcomes were bi-
ased by switching. Because more than
two thirds of patients who switched sys-
tems during the follow-up period had
been in their system at least 6 years

research 1810 Althoughq imen-
q aver-
age baseline health status scores for
nearly all pairwise comparisons between
FFS and HMO systems of care, unmea-
sured risk factors could have biased es-
timates of differences in outcomes. Fur-
ther, differences in outcomes that
occurred “on the watch” of the FF‘S and

before hing, we adhered to the logic
of intent to treat and analyzed patients
according to the systems from which
they were sampled. The finding that
MOS patients were significantly more
likely to switch from an HMO thantoan
HMO (20% vs 15%; x*=7.3, P<.01) is
surprising given that most MOS patients
were aged 60 years or older all were

HMO sy are not ily their
responsnbxhty Structural and process
differences in care beyond their control
such as arrangements for home health
and long-term care, may account in part
for MOS findings.

The MOS monitored outcomes in only
3 large urban cities; results should not
be generalized to HMO or FFS plans in
other cities or rural areas. Although the
MOS represented 5 chronic conditions
and many patients had comorbld condi-
tions such as angina, back p

ly ill, and fi
were beginning to favor HMOs over FFS
during the MOS. The dynamies of switch-
ing and their implications for monitor-
ing current health outcomes warrant fur-
ther study.

Although the MOS achieved the de-
sired statistical precision for overall
HMO vs FFS comparisons, confidence
intervals were too large for meaningful
interpretation of some comparisons that
yielded insignificant differences in out-
comes. E include comparisons

lung disease, and ost.eomhntxs, these
patients do not necessarily represent
other conditions or results of care pro-
vided by other medical specialties. All
patients had a regular source of care.
All patients were being actively treated
when the MOS began, and only three
fourths who agreed to participate were
followed up longitudinally.

Two potential sources of bias in esti-
mates of health outcomes-—plan switch-
ing and loss to follow-up—were system-
atically studied. Patient loss to follow-
up is an unlikely source of blas m

between IPAs, the fastest growing form
of HMO, and staff-model HMOs; Med-
icaid and non-Medicaid groups could not
be compared with precision, and com-
parisons between plans within sites were
relatively imprecise, although the dif-
ference in 1 site was large enough to
reach significance. (This difference would
not have been significant with an ad-
Jjustment for multiple comparisons.) For
many comparisons, the MOS cannot rule
out large differences in outcomes in ei-
ther direction.

comparisons of
tems because adjusted physical health
scores at baseline did not differ between
FFS and HMO cohorts followed within
the total sample or for elderly or pov-
erty subgroups (Tables 3 through 5).
Further, all study participants were fol-
lowed up through 1993 to determine their
survival.’ Seven years after baseline,
those included and not included in this

P of Results

The success of HMOs in reducing
health care utilization has been docu-
mented in numerous studies.** With few
exceptions, the best-designed and most
recent studies show that HMOs achieve
lower hospital admission rates, shorter
hospital stays, rely on fewer subspecial-
ists, and make less use of expensive tech-

logies. Resuits from FFS-HMO com-

4-year analysis were equally likely to
have survived (MOS unpublished data).

Two of 10 HMO patients switched to
an FFS plan by the end of the 4-year
follow-up. Comparisons between sys-
tems could have been biased had these
rates differed within elderly or poverty
subgroups or had switchers experienced
different outcomes than nonswitchers.
However, rates of switching did not dif-
fer for elderly or puverty subgroups,
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parisons of utilization rates in the MOSS*
are consistent with previous studies, and
extend that evidence to the population
of adults with chronic conditions, for
whom health outcomes are reported
here. Rarely have the same studies ad-
dressed health outcomes 2842
Results from the MOS lead us to sev-
eral conclusions about health outcomes
for the chronically ill adults who were
treated in HMO and FFS systems of

elderly p covered by Medicare or
for those in poverty. Elderly patients
sampled from an HMO were more likely
(than those sampled from an FFS plan)
to have a poor physical health cutcome
in all 3 sites studied. Second, patients in
the poverty group and pa.mnxlarly those
most physically limited appear to be at
a greater risk of a decline in health in an
HMO than similar patients in an FFS
plan, Finally, MOS results suggest the
need for caution in genemhzmg conclu-
slons about cutcomes across study sites.
Mental health outcomes for Medicare
patients differed significantly across
HMOs, suggesting that their perfor-
mance relative to FFS plans may de-
pend on site.

Previous studies? that found no dif-
ferences in health outcomes between
FF'S and HMO plans followed patients
for only 1 year. Were these studies too
brief to draw conclusions about health
outcomes? Supporting this explanation,
significant differences in health outcomes
observed between the FFS and HMO
systems after 4 years of follow-up in the
MOS were not statistieally significant
after 1 year. The importance of a longer
follow-up is underscored by the obser-
vation that the 4-year statistical models
reported here explained twice as much
of the variance in patient outcomes as
did the same models in analyses of
1- and 2-year outcomes (MOS unpub-
lished data). Thus, follow-up periods
longer than 1 year may be required to
detect differences in outcomes for groups
differing in chronic condition, age, in-
come, and across different health care
systems.

Future Outcomes Studies

Our results raise many questions that
the MOS was not designed to address.
What are the “clinical” correlates of
changes in patient-assessed functional
health and well-being? What can health
care plans do to improve outcomes, and
what specific treatments have been
linked to physical and mental health out-
comes as measured by the SF-36 Health
Survey? Adverse medical events were
too rare for meaningful comparison be-
tween plans in the MOS and were moni-
tored only during the first 2 years of
follow-up.’ However, these eventsgrere
significantly related to health outcomes,
as hypothesized. Declines in SF-36 physi-
cal health scores were significantly more
likely among patients who experienced
anew myocardial infarction, weight loss
sufficient to warrant a physician visit,
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and chest pain sufficient to require hos-

jon (MOS unpublished data).
These preliminary MOS results are con-
sistent with published studies that have
linked SF-36 health scores to disease
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ries in terms of better, same, and worse
may simplify the reporting of outecomes
to diverse audiences and may make re-
sults easier for them to understand. More

practical data eollectwn and processmg
inderd dad-

severity and to treatment resp in-
cluding severity of soft-tissue injuries®
and changes in hematocrit among chronic
dialysis patients. The SF-36 studies of
outcomes have also linked treatment to
outcomes including drug treatment for
depression among the elderly,”® total
knee replacement,”? heart valve re-
placement surgery,® use of aerosol in-
halers in treating asthma® intermit-
tent vs maintenance drug therapy for
duodenal ulcer® elective hip arthro-
plasty,® elective coronary revascular-
ization,™ and various other elective sur-
gical procedures. Three dozen such
studies using the SF-36 are cited else-
where® Identification of the clinical
correlates of changes in physical and
mental health status warrants high pri-
ority in outcomes and effectiveness re-
search.’

Future studies should address
whether variations in the quality of care
explain differences in outcomes across
systems. The MOS patients in HMOs
reported fewer financial barriers and
better coordination of services in com-
parisons with equivalent FFS pa-
tients. Analyses of primary care qual-
ity criteria indiéated that those in FFS
systems experienced shorter treatment
queues and better comprehensiveness
and continuity of care and rated the qual-
ity of their care more favorably.'** Do
such variations in process account for

vances in undetsmndmg of the specific
treatments that improve health scores
the most and the clinical and social rel-
evance of those improvements will in-
crease their usefulness in improving pa-
tient outcomes.®

Policy Impilcations

The MOS results reported here and
previously! for the average chronically
ill patient constitute good news for those
who consider HMOs as a solution to ris-
ing health care costs. Outcomes were
equivalent for the average patient be-
cause those who were younger, rela-
tively healthy, and relatively well-off
financially did at least as well in HMOs
as in the FFS plans. However, our re-
sults sound a cautionary note to policy-
makers who expect overall experience
to date with HMOs to generalize to spe-
cific subgroups, such as Medicare ben-
eficiaries or the poor. Patients who were
elderly and poor were more than twice
as likely to decline in health in an HMO
than in an FFS plan (68% declined in
physical health in an HMO vs 27% for

FFS; P<.001) (MOS unpublished data). -

An implication for future evaluations of
changes in health care policies is that
high-risk groups, including the elderly
and poor who are chronically ill, should

differences in ? Practice-level
analyses in progress have linked scores
for primary care process indicators' to
4-year health outcomes, as defined here,
supporting this hypothesis. These and
other associations warrant further study
to determine which practice styles and
specific treatments are most likely to
improve health outcomes. Because many
of the structural and process indicators
being relied on to evaluate the quality of
current health care have not been shown
to predict outcomes, targeted monitor-
ing efforts are required to discern health
outcomes.

The MOS has demonstrated the fea-
sibility and usefulness of readily avail-
able patient-based assessment tools,
such as the SF-36 Health Survey, in
monitoring outcomes across diverse pa-
tient populations and practice settings.
The SF-36 summary measures of physi-
cal and mental health reduce the num-
ber of comparisons necessary to moni-
tor outcomes while retaining the option
of analyzing the 8-scale SF-36 health
profile on which they are based. The
reporting of results in change catego-
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be oversampled when
monitored to achieve the statistical pre-
cision y to rule out

health etfects.

Medicaid coverage did not explain the
differences in physical or mental health
outcomes observed for the poor in MOS
comparisons between FFS and HMO
systems. Only 1in 5 poor were covered
under Medicaid. Further, when out-
comes for MOS patients covered and
not covered under Medicaid were com-
pared, there were no significant differ-
ences between FFS and HMO plans and
there were no noteworthy trends (MOS
unpublished data). Poverty status, as
opposed to Medicaid beneficiary status,
was the better marker of risk of a poor
health outcome in an HMO. This is not
a new finding. The Health Insurance
Experiment also observed that some
health outcomes were less favorable over
a 5-year follow-up for low-income pa-
tients in poor health in 1 HMO com-
pared with equivalent patients under
FFS care.®

Final Comment

In this article, the MOS has docu-
mented variations in health outcomes

for chronically ill patients that cannot
be explained in terms of measurement
error. For elderly Medicare patients and
for poor patients, variations in outcomes
during a 4-year period extending
through 1990 were linked to FFS and
HMO systems of care (the latter were
predominantly staff-model HMOs).
Other explanatory factors included prac-
tice site, suggesting that health out-
comes should be monitored on an ongo-
ing basis, by particular HMO and by
marketplace. Qutcomes did not differ
across systems for those covered under
Medicaid and could not be explained in
terms of the specialty training of phy-
sicians. The contrast between results
reported here for high-risk patients vs
results reported previously for the
average patient* underscore the hazard
in generalizing about outcomes on the
basis of averages. This is why quality
improvement initiatives focus on var-
iations rather than only on usual per-
formance.® Patient-based assessments
of outcomes are likely to add signifi-
cantly to the evidence used in informing
the public and policymakers regarding
which health care plans perform best—
not just in terms of price, but in overall
quality and effectiveness.

in the text of “MOS data”

refer to 16 pages of additional documents that are
available at http//www.sf-36.com on the Internet.
data are also available from the National
Auxliary Publications Service, document 08340
Order from NAPS, c/o Microfiche Publications, PO
Box 3513, Grand Central Station, New Yark, NY
10163-3513. Remit in advance, in US funds only,
$7.75 for photocopies or $5 for microfiche. Outside
the United States and Canada, add postage of $4.50.
‘The postage charge for any microfiche order is $1.50.
Collection of 4-year health cutcome data and
preparation of this article were supparted by gnnt
91-013 from the Functional Outcomes Program of
the Henry J. Kaiser Family Foundation, at The
Health Institute, New England Medical Center,
Boston, Masa (John E. Ware, Jr, PhD, pnnupll ine
Design and i e

MOS were sponwnd by the Robert Wood .lohmon
Foundation, Princeton, NJ; the Henry J. Kaiser
Family Foundation, Menlo Park, Calif; and the Pew
Chmt.nhle Trusts, Philadelphia, Pa. Previously re-
rted analyses were sponsored by the National
Immuta on Aging, Bethesda, Md; the Agency for
Health Care Policy and Research; and the National
Institute of Mental Health, Rockville, Md. Partici-
pating plans, pmfeuxoml organizations who as-
sisted in and our many who
contributed to the succesa of the MOS are acknowl-
edged elsewhere.® The authors acknowledge the
thorough and constructive suggestions received
from Allyson Ross Davies, PhD, Kathleen Lohr,
PhD, Edward Perrin, PhD, Dana Safran, ScD, and

and
acknowledge the editing and typing assistance of
Orna Feld.mm Sharon Ployer, Rebeces Voris, and
Andrea Molina.
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Quality
Special Needs Population
Patricia MacTaggart
July 15, 1997

Value-based, beneficiary-centered purchasing:
* access
* accountability
* quality services
* afford ability
* enrollee satisfaction
* responsive to individual health needs

Federal-state partnership:
* communication
* coordination
* collaboration -

Evaluating services:
* point of view of the beneficiary
* standardized performance measures for provider feedback
and-quality improvement-

Approach:
* defining where we want to go
* completing an inventory of what is currently being done/not done
* how the pieces fit
* how organizationally make it work
Components of value-based, beneficiary-centered purchasing quality strategy:
* who are we purchasing for: eligibility, outreach, enrollment
* who to contract with: purchasing tools
* what to contract for
* where and when to contract: contractor specifications
—* how to monitor; quality oversight system

Priority: developing and implementing a Medicaid value-based, beneficiary-centered
purchasing strategy '




Contracting Options:

Monitoring Tools:

167
TOOLS USED

selective contracting - centers of excellence
performance measurement

CAHPS: consumer assessment accessibility,
waiting times, ease in seeing one’s
chosen physician, courtesy

HEDIS: ME/CD, pediatric networks, dental,

asthma, beta blockers, low-birth
weight babies and AIDS in testing,
provider credenfialing

External Quality Assurance Reviews: focus
studies and medical record reviews

QARI
Grievance/complaint monitoring

Consumer advocates at local level

Performance based contracts: special provisions

for special populations (ADA)

Enrollee Education

Issues. Barriers:  Limited FFS data/information - no baseline

MH/CD state of art of performance measurement

Chronic care: variable community standards

Medicaid coverage issues



THE STATE OF THE STATES

TUESDAY, JULY 22, 1997

U.S. SENATE,
SPECIAL COMMITTEE ON AGING,
Washington, DC.
The forum met, pursuant to notice, at 9:30 a.m., in the Dirksen
Senate Office Building. Ms. Susan Christensen, Public Policy Fel-
low, presiding.

OPENING STATEMENT OF MS. SUSAN CHRISTENSEN

Ms. CHRISTENSEN. Good morning. I am Susan Christensen, a fel-
low with the Aging Committee. I would also like to introduce Hope
Hegstrom and LaVita Westbrook from our staff, and Ken Cohen
from Senator Breaux’s staff. Is there anybody else from Senator
Breaux’s staff? [No response.]

This series of forums developed after the Committee had a hear-
ing about people with chronic conditions who are dually eligible for
Medicaid and Medicare. The issues we encountered as we worked
on that hearing could be divided in many ways. We divided them
roughly into four main themes which are the topics of these four
forums.

At the first forum, we got a picture of what it means to be a per-
son with special needs. The theme of the second forum was the
ability of the current managed care industry to deliver health care
effectively to individuals with a wide variety of specialized needs.
The forum last week addressed quality and outcome measures.

Today we have five people to help us look at the process of State
contracting for systems of care for their Medicaid populations, espe-
cially beneficiaries who have special needs—we are hoping we are
going to have five people.

Our panelists will each give a short presentation, and then we’ll
have time for questions and discussion. Keep track of your ques-
tions, and we’ll have time for them after the presentations.

Ultimately, the Committee plans to publish the information gen-
erzi)thd by these forums and make it available to Congress and the

ublic.
P At this time, the Committee would like to thank Bill Scanlon
from GAO and his staff, Sally Kaplan and Kathy Allen for their as-
sistance in all of these forums, helping us to articulate our concept
and coordinate these presentations.

Once again, I have to thank LaVita Westbrook, who is the orga-
nizer of all the details; without her, these forums would not hap-
pen.

(169)
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Our first panelist is Bill Scanlon, who is Director of the Health
Financing and Systems Issue Area at the U.S. General Accountin
Office, or GAO. He has been engaged in health services researc
since 1975. Before joining GAO in 1993, Dr. Scanlon was co-Direc-
tor of the Center for Health Policy Studies and an associate profes-
sor in the Department of Family Medicine at Georgetown Univer-
sity. His research has focused in particular on the Medicare and
Medicaid programs, especially provider payment policies, and the
provision and financing of long-term care services.

Jane Horvath is Director of Special Projects for the National
Academy for State Health Policy, where she oversees the Academy
Medicaid Managed Care Resource Center activities and staff. She
recently developed the 1997 edition of “Medicaid Managed Care:
The State of the Art,” a guide for States which examines Medicaid
managed care quality issues as they affect low-income mothers and
children and children in foster care. Ms. Horvath also recently com-
pleted a 50-State survey and study of State regulation and over-
sight of prepaid managed care entities entitled, “Emerging Chal-
lenges in State Regulation of Managed Care.”

Barbara Shipnuck is Deputy Secretary for Health Care Policy,
Finance and Regulation in Maryland and was appointed in Janu-
ary 1996. She oversees the Maryland Medicaid System.

Stephen Somers established the Center for Health Care Strate-
gies, Inc., a nonprofit organization affiliated with Princeton Univer-
sity’s Woodrow Wilson School of Public and International Affairs.
Dr. Somers is also Director of the Robert Wood Johnson Founda-
tion’s Medicaid Managed Care Program, an initiative designed to
make managed care work, especially for Medicaid beneficiaries
with chronic health and social problems. Previously, he was Associ-
ate Vice President at the Robert Wood Johnson Foundation.

Peggy Bartels is Director of the Wisconsin Medicaid Program’s
Bureau of Health Care Financing, Division of Health. In this capac-
ity, she is responsible for all aspects of administration of the Medic-
aid Program in the State of Wisconsin. Ms. Bartels also manages
the Wisconsin Medicaid HMO program which has been regarded as
one of the top programs in the country and will serve 230,000
AFDC eligibles by early 1997. Previously, Ms. Bartels was an asso-
ciate at Broyderick and Associates and Deputy Director of the Wis-
consin Medicaid Program.

Thank you all for comin% today. We appreciate that you have
taken the time and effort to be with us.

I'm going to turn this over to Bill, and I think we’ll go right down
the table. Thank you. :

STATEMENT OF WILLIAM J. SCANLON, DIRECTOR, HEALTH FI-
NANCING AND SYSTEMS ISSUE AREA, U.S. GENERAL AC-
COUNTING OFFICE, WASHINGTON, DC

Mr. SCANLON. Thank you very much, Susan. It has been a pleas-
ure and privilege for us to be participants in this series, and we
want to commend the Aging Committee’s majority and minority
staffs for putting together this series on a very important topic, and
doing it in such a thorough and comprehensive way.

I think that, having been at all four forums, I have the abilit
to provide a little continuity in this series, and I would like to tal
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a little bit about some of the issues that we have heard repeatedly
over the course of these three and now this fourth session.

One important theme that has emerged is the issue of the readi-
ness of all of us to be able to provide managed care for people with
special needs. It is a source of concern, but while it is a source of
concern, at the same time, I think we have not talked about the
issue of how important or how beneficial it might be able to provide
managed care for people with special needs. I think this is because
we recognize from a State perspective, with Medicaid programs
having about one-third of the beneficiaries being either elderly or
disabled, yet they account for about two-thirds of the spending,
that the prospect of managed care as a means of controlling the
growth of spending is a very positive situation.

From the beneficiaries’ perspective, in the first session particu-
larly, we heard about the incredibly complex and expensive needs
of individuals with special needs. The idea of individuals whose ca-
pacity has been so compromised by different conditions, difficulty
in navigating the fee-for-service system makes it obvious that their
potential for benefiting from good management of care is something
that we would like to %e able to provide to them.

At the same time, while we can see some of the advantages, we
can see where we have a fair amount of pessimism about our abil-
ity to actually implement managed care for people with special
needs, primarily based on our inexperience—inexperience on the
part of virtually all the major players.

In the industry itself, HMOs have typically been dealing with a
- working-age population that generally does not have the very sig-
nificant and complex needs of the populations that we have been
talking about.

States have largely not been using managed care for their dis-
abled populations. As we indicated in our review last year, there
were 17 States that had implemented any form of capitated man-
aged care for persons with special needs. Only 6 of those had man-
datory programs, and only one of those had more than 3 years’
worth of experience.

We also think there has been a lack of support or experience on
the part of the policy analysis community. We, the people that I
work with all the time and my colleagues before I joined GAO,
have provided the kind of information that would be helpful to
States and managed care organizations in terms of planning a pro-
gram for people with special needs. Things like how to design net-
works that really need to rely on specialists, how to deal with the
risk adjustment issue in plan payments, and how to deal with ap-
propriate oversight to ensure that there is the right kind of quality
of care that is being delivered and paid for.

That pessimism, though, I think needs to be taken with the ap-
propriate perspective. If we are going to build knowledge, we are
1gloing to need to build it through experience, and I think we can

ave an experience that is satisfactory if we do it in a way that
we emphasize flexibility, we emphasize tailoring the programs for
the populations that we want to service, and if we remain attentive
to what is happening in the programs that we are undertaking.

There are five areas that I would like to emphasize. Some of
them, we have touched on in the other sessions, and others I think
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are appropriate to bring to this final session and should be ad-
dressed as we think about managed care for populations with spe-
cial needs.

The first of these is that the design or structure of these pro-
grams should probably be a negotiated design. As we have talked
to people in the States, both State officials and representatives of
persons with special needs, it is clear that there is no “right” an-
swer to many questions, such as how do you structure a network
of specialists, what kinds of rules of access do you have for special-
ists, what definition should you use in terms ofy what is a medically
necessary service, what are the boundaries between what a man-
aged care organization is supposed to provide and the other serv-
ices a person may need that Medicaid may fund or that other
sources may be funding. Since there is no right answer, you need
to come to an agreeable answer and an answer that you recognize
the necessity to adjust over time as your experience dictates.

A second important area is how you go about enrollment. I think
a major aspect of this issue is that there be a fairly generous policy
of allowing people to opt out when it is inappropriate for them to
move into a managed care situation. It could be because of their
family circumstances, their condition; it could be because of the ge-
ographic location. There is not going to be a managed care organi-
zation that is going to be able to serve everybody with special
needs in every location they necessarily live in, and it may be that
we then need to rely on fee-for-service, or fee-for-service with some
type of assistance in the form of case management to serve individ-
uals in those circumstances.

It is also important to the enrollment process that we provide in-
dividuals with adequate information about what managed care en-
tails, how they are going to get services, how they are able to voice
complaints about their services if they are not receiving the nec-
essary services.

It is also important that we provide for continuity of care. I think
we talked about this in the second session. It is a critical issue that
people who have special needs have existing relationships with pro-
viders, and to move them into a managed care organization with
potentially a different network of providers, steps must be taken so
that the care that they are receiving is not interrupted. It may be
fine for many of us to join a managed care organization and to not
make contact for a month or 2 months or even longer, but it is not
as often the case that it is acceptable for persons with special needs
to have a gap in the services that are available to them.

A third area is the issue of providing assistance with access.
Case management is an obvious service that individuals with com-
plex and expensive needs may benefit from in terms of navigating
the myriad number of providers that they are going to need to see.
We noted in the second session that most Medicaid contracts, in
the review of contracts that was done by George Washington Uni-
versity, did not explicitly address case management. If you don’t
address it in your contract, you are not going to be able to hold
plans accountable for providing it.

There is also the proverbial question with case management,
which is to whom is the case manager accountable. We used to talk
about case management in terms of fee-for-service as being the
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gatekeeper, and we also wondered what were the incentives for this
case manager to really be an effective gatekeeper. Now that we
have created an incentive through capitation for the organization
to in some sense be the gatekeeper, and we are asking the organi-
zation to hire a case manager to advocate for access to patients, the
question is who is that case manager going to be accountable to—
the organization or the patient. There is a tension there, and it is
not clear how the incentives work out.

Besides a case manager for individuals, there is also the issue of
ombudsmen and grievance appeal procedures that exist within
manaEed care organizations. Each of these needs to be emphasized,
and the awareness of the information about these procedures needs
to be widely disseminated so that individuals have the knowledge
to know how they can address concerns or complaints about their
services.

The fourth area that I think is important is the issue of stratified
oversight. What we are talking about with people with special
needs i1s a very, very small segment of the population. To look at
managed care organizations’ performance in terms of medical re-
views and analyses of encounter data, satisfaction surveys, and
looking at that through a random sample is not going to capture
enough of the individuals with special needs to be able to know
whether those individuals are being well-served. We need to have
special samples of those kinds of individuals.

The last area that I think is important is that we need to be con-
cerned about how we pay our managed care organizations. Pure
capitation creates the strongest incentives to control the use of
services and to profit from not delivering services. Since we are not
certain about what is the appropriate Fevel of services, it may be
much better to think about dampening the incentive for
underservice by establishing limits on the amount of profit that or-
ganizations can make from serving persons with special needs as
well as prot,ectin%l those organizations from the adverse selection
that may occur when too many individuals with special needs join
their organization and the cost of serving them exceeds the capita-
tion payments.

We need to do all of these things, and it is important that we
learn from all of these things. It is an expensive thing to tailor a
program and to be attentive to how well it is working. at we are
hoping is that in the future, we will have a much better knowledge
base as to what works and what does not work, so that we can de-
sign programs that have more structure to them than we can
today, but we can still have confidence that they are going to oper-
ate effectively.

Thank you.

Ms. CHRISTENSEN. Thank you, Bill.

Welcome, Barbara.
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STATEMENT OF BARBARA SHIPNUCK, DEPUTY SECRETARY
FOR HEALTH CARE POLICY, FINANCE AND REGULATION,
STATE OF MARYLAND DEPARTMENT OF HEALTH AND MEN-
TAL HYGIENE, BALTIMORE, MD

Ms. SHIPNUCK. Good morning. I am Barbara Shipnuck. I am the
Deputy Secretary for Health Care Policy, Finance and Regulation
{pr the State of Maryland, and we are the newest 1115 to come on
ine.

Unlike some States, we chose to go statewide and to include both
our disabled and traditional moms’ and children’s welfare popu-
lation in our demonstration project. The demonstration’s official
start date was on June 2; our first day of capitation and services
was July 1. As of yesterday, of the 330,000 people we plan to enroll
in the 5-month rollout phase between June and November, we had
89,000 individuals enrolled.

The guiding principles behind the development of Maryland’s
1115 waiver application and the program we designed was to place
our Medicaid recipients into what we call a “medical home”; this
was the guiding principle of our secretary, Marty Wasserman,
whom some of you know from his background as a local health offi-
cer and his presence in many of the national associations. So he
was determined that not only would we create a medical home for
these individuals and, as Mr. Scanlon pointed out, that’s one of the
areas where you particularly have to pay attention if you are deal-
ing with special needs populations—but he was also determined
that we combine the Medicaid impetus and the financing concerns
that we all share with the health paradigms that often are
overlooked when you try to roll into just a Medicaid managed care

rogram without the tie-ins to the milestones that your State is
acing and the targets for the year 2000 without reassessing what
your strengths and weaknesses are and without working very
closely with your public health comrades in your department or
your State structure.

In Maryland, we may be unique in terms of the way our depart-
ment is structured, because our public health and Medicaid are
under one department, and yet our eligibility and human resources
and environmental health are in a separate department. So we
tend to have basically two branches in the department that the
Secretary supervises, and those are the Medicaid and the public
health sides. So there was a tremendous amount of linkage and col-
laboration as we went through the process at the department.

But what Maryland did, which we are very proud of, and it is
now being held up as a model for States that are be%inning to
enter the arena, was to have a very, very extensive public process
in the development of our program from the very, very beginning.
So, unlike some States where the State itself designed the program
and then took it out for review or submitted it to HCFA and then
got the public comments, Maryland worked with the various con-
stituencies from the very beginning.

So during 1995, there was a committee that continued to grow
because different constituencies, advocacy groups, individuals, and
legislators wanted to participate, and at the final count, there were
132 individuals on this committee who reviewed the various pro-
posals and steps for what kind of waiver application the State of
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Maryland ought to submit that would be specific to the kinds of
needs of the population, the concerns we had, and our desire to
have it cover a variety of populations. '

The target milestone dates I would just point out to you because
in the end, we had a very quick process, although in the beginning,
we had a very extensive public process. Throughout 1995, we ha
meetings throughout the State of Maryland discussing various pro-
posals and ideas for a waiver. In May 1996, following legislative ac-
tion which approved the department implementing the waiver as
designed in this extensive public hearing process, a waiver applica-
tion was submitted to HCFA. In December 1996, the State of Mary-
land developed the regulations and took them through the legisla-
tive process.

Mr. Scanlon alludes to the fact that all of the protections that
))';ou want for your population should be in the contracts that you

ave with your managed care organizations. If you want case man-
agement, that needs to be in the contracts. Maryland’s is a little
different system from most of the other States. Everything we want
to hold people accountable for has got to be in absolutely publicly
discussed and publicly adopted regulations. So our contracts tend
to be much shorter and safer than a lot of other States, because
our contracts reference everything in the regulations. So that for
Maryland, if you were to look at what we are requiring and how
we hold people accountable, you need to ask for our regulations
rather than just the short contract document between the State
and the managed care organization, and the managed care organi-
zations are responsible for everything in the regulations.

We went through the regulatory process last summer, and in Oc-
tober, we had our waiver application approved by HCFA, so that
we were able to begin to move forward. We chose June 2 as our
beginning enrollment date. That gave us about 6 months to go
through the grocess of reviewing managed care organizations, mak-
ing certain they met all of the requirements of the regulations, and
to begin their service provision on July 1.

At the time we began on June 2, we had six approved managed
care organizations; today, we have eight. Maryland again is a
slightly different process than some other States. One, we did not
do competitive bids because we wanted to protect the historic rela-
tionships of providers, and we did not want to see any historic pro-
viders excluded from the process by having losing bidders versus
winning bidders, and so therefore some of the provider networks
excluded.

Second, the department was actually granted a unique authorit;
so that where an historic provider is unable by his or her own abil-
ity to obtain a contract with a managed care organization, the de-
partment actually has the authority to assign that provider to a
managed care on;ganization. Because our emphasis and concern was
on continuity of patient relationship and continuity of care, we
wanted to be certain that our recipients could continue to choose
their provider and the organization that provider belonged to.

We went through a very extensive process of holding our man-
aged care organizations accountable, of having the rates be publicly
known, and any organization willing to accept the State’s capita-
tion rate and meeting all the requirements in the regulations was
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certified to participate in the program. So we didn’t have an open
and shut window, and we continue to review applications as they
come in.

Following the extensive public input process that I described and
the various advisory groups that were formed to go through that,
as we have now started the implementation phase, we have made
that as much of a public process. The Medicaid advisory committee
includes five legislators among its membership of 25; the various
advocacy groups are represented, and in addition to that, we have
continuing and constant working groups that meet to talk about
the various aspects of implementation. We have a Special Needs
Advisory Council for the children whom we are most concerned
about in our target population for discussions today, to make cer-
tain they have the access that is promised and that we want to
hold the managed care organizations accountable for. We have
groups that meet on data, we have groups that meet on—I met yes-
terday with all of the federally qualified health centers in the State
of Maryland to discuss their various concerns about meeting the
needs of their constituencies and some of the enabling services that
thgy want to be certain are provided.

o we continue to monitor the implementation to make sure that
the promise of Health Choice is carried through, and we do that
in conjunction, as I said, with our public health colleagues to make
certain that we keep in mind all of the various issues for improving
the health status of the communities that we serve, because to do
a demonstration project just for the sake of saving money or just
for the sake of proving that a State can in fact manage with a man-
aged care system their Medicaid population was not the goal of the
State of Maryland. We want a better health outcome for the recipi-
ents that we move into managed care.

We think many of the Medicaid population, includin%those folks
in Medicaid who have s%ecial needs, have if anything been under-
served in the past, whether it has been in Medicaid fee-for-service,
whether it is has been in Medicaid primary care case management
which we have in Maryland, or whether it has been through tradi-
tional HMO capitation, because they don’t come in to seek the pre-
ventive care, they don’t come in for the ongoing checkups, whether
it is for a special condition, whether it is for prevention, or whether
it is for immunization. So we have written all of those in as re-
quirements and goals in our system.

We have also paid special attention to how we have designed our
mental health system. We pay special attention to how we work
with our AIDS administration in the protections and services for
people with AIDS. We have worked closely with our Alcohol and
Drug Administration and with our local health officers. Those are
all organizations that are on the public health side of our depart-
ment.

So to move on to the heart of today’s discussion how we have
worked with special needs population in the design and now the
implementation of Health Choice, we started by clearly defining
seven special needs populations that would require special atten-
tion and special services by any and all of our managed care orga-
nizations, including case management. Mr. Scanlon mentioned
those needed to be referred to in the contract. Those are clearly de-
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fined by us in our regulations, so there is no equivocating about
whether you have responsibility for case management for special
needs populations in Maryland.

The seven populations that we defined were: the physically dis-
abled; pregnant and post partum women; people diagnosed with
HIV/AIDS; children with special health care needs; the devel-
opmentally disabled; the homeless, and persons in need of sub-
stance abuse treatment. So all of those populations are called out
for additional services and responsibilities to the managed care or-
ganization,

Our approach to ensuring quality medical care for these special
needs populations has several components to it. The first is around
the way in which we do capitation. As you all know, often, man-
aged care or%imizations claim that they cannot afford to take care
of people with special needs because of the way capitation is de-
fined, and so they self-select or they cause people to disenroll. That
was actually the experience in Maryland in our voluntary program
where our managed care organization and an individual could
disenroll—a managed care organization could urge an individual to
disenroll. Currently in Maryland, an individual selects a managed
care organization, and that managed care organization must accept
the patient. They have no right to refuse someone because of their
prior physical condition or their known medical history.

What we have tried to do to make that feasible across our MCOs
is that we have built into our capitations the cost of care based on
previous medical history. So we actually have two sets of capitation
rates. Where we do not have a medical history for an individual,
we base the capitation on age, gender, eligibility categories—so
there is a difference between SSI and other eligibility categories—
and for the city of Baltimore, we have a geographic adjuster be-
cause the cost of care is higher. For those individuals—and cur-
rently that is more than one-third of our population and will grow
over time as we have experience—for more than one-third of our
population, we use ambulatory care groupings, which was designed
?{ Professor Jonathan Weiner at Johns Hopkins School of Public

ealth, someone whom we are familiar with and have been able to
work closely with, and that rate adjustment is based on what the
expected use of care is for a specific individual. So that when that
individual chooses a managed care organization, the dollars that
should be able to support that individual’s medical care go to that
organization. It is a way of making certain that more dollars flow
to an organization taking care of people with greater health care
needs than to one that does not. We have done that.

In addition, we did design a stop-loss program to make it feasible
for managed care organizations to take care of individuals even at
the early part of the program. I would be happy if we have time
at the end to go into this a little bit more extensively, because I
know our time is limited for presentations.

Our managed care organizations must provide the full range of
medically necessary services, from primary care to specialist care
to ancillary care to case management, and our local health depart-
ments have been given specific grants to help with transportation
so that people can get to there appointments and get their appro-
priately.
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Managed care organizations must have the necessary infrastruc-
ture in place to serve our special needs population, and that in-
cludes an emphasis on case managers amf’ care coordinators. They
also must have individuals who are specifically designed as special
needs coordinators, so that a person is responsible for monitorin
the care and the coordination of services for our various specia
needs populations.

Managed care organizations must have developed appropriate re-
ferral protocols and submitted those during the application process
for review so that we can ensure that referrals will be made appro-
priately for specialty care in these populations.

We have ongoing departmental meetings between our nurse coor-
dinators at the department and our managed care organization
special needs coordinators. We have consumer advisory boards that
are required by each managed care organization, one-third of
whose membership must come from the population with special
needs that is enrolled in that managed care organization, and any
and all complaints that come into that managed care organization
through their own internal grievance procedures must be reported
to their consumer advisory board, and those become the subject of
a legislative report annually. That is in addition to the central
grievance hotline procedures that the department has and in addi-
tion to our onsite reviews of medical records and others that we do.
We continue to have extensive outreach and education campaigns
through our advocacy groups and with various groups in the com-
munity.

So we have built in those various approaches in attempting to
ensure that quality medical care will be obtained by all of our spe-
cial needs recipients.

The second level of that is that we have built in special protec-
tions for quality review and monitoring as we go through imple-
mentation and on an ongoing basis. Qur department has an over-
sight role. We have both internal and external quality assurance
requirements. We have an external quality review organization
contract that will be doing extensive monitoring, but clearly only
after you have phased in your entire program and generally on a
yearly basis. However, we have nurse teams that actually go out
and review medical records and actually look at specific indicators.
This year, we are looking at child asthma, we are looking at sickle
cell anemia, and we are picking out a full target that will be de-
fined by our Special Needs Children Advisory Group, one where we
can actually go in and check the medical records and make sure
the referrals were made, [inaudible] to the time lines, and see that
the care was actually delivered.

We have lengthy reporting requirements through their encounter
data. That will start one quarter after the program begins. We
have our focused clinical reviews. We have an extensive ombuds-
man program in place that we have asked our local health depart-
ments to perform. So an individual who calls in with a complaint
can be referred to their local health department, which will work
with the managed care organization to attempt to resolve the care
issues. The local health departments are empowered to do every-
thing except order the care delivered. Our department, however,
can order the care delivered.
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To get to that kind of situation, a managed care organization
must deliver the care. They can appeal whether that decision was
appropriate, but only after the care was delivered, at which point
then the question becomes who pays for it—was the department in
error, so we pay for it because we exceeded the bounds of our au-
thority, or do they pay for it. But the care gets delivered first, and
then the question involves, really, a grievance about payment.

We have a enrollee action hotline for complaints, we have pro-
vider hotlines, and we have a number of different ways to measure
whether the program is working successfully, including satisfaction
surveys.

We have one small carve-out that I want to bring to your atten-
tion and then close my comments. Given the special needs popu-
lations that we serve in Maryland, we defined several diagnoses
that have very small numbers of cases statewide and cost a great
deal of money. We call these rare and expensive cases, so we have
a rare and expensive case management program. Those folks are
not enrolled in managed care organizations.

There is a separate and specific case management arrangement
for dealing with their care. Their care is paid for fee-for-service,
and we will monitor over time whether we need to expand the
number of diagnoses in that category. That covers between 2,000
and 3,000 people statewide in Maryland of the 330,000 individuals
eligible for health choice. Most of the diagnoses are pediatric spina
bifida, pediatric AIDS, but we have a few that go across age lines,
and that is one of the areas where I know a lot of States are look-
ing to see how we fare in terms of our proposal.

If T could leave you with anything this morning, I think there
were two very clear lessons learned from the way Maryland devel-
oped our managed care proposal for Medicaid and we move through
the implementation.

First and foremost, having a very extensive and open public proc-
ess along the way at the very beginning to let you know what your
pitfalls are up front, let you know what areas of the program to
eliminate to start with, let you bring people on line to be your ad-
vocates and your supporters as you then go through a legislative
process, and it fosters acceptance. So for those States or those ad-
vocacy groups that are working with various States, I would say
that having a public process to start with is just an absolute essen-
tial for making sure that you come out with a successful program
at the end.

Second, making your provision of care to the Medicaid population
with your public health key indicators really can become a measure
of success because managed care should not be managed care just
for the sake of going on the bandwagon for the buzzword of how
we pay for things in the 1990’s, but managed care really ought to
lead to better care for an underserved population that provides for
better health throughout the community.

To me, those would be the measures of success for any dem-
onstration project.

Thank you very much.

[The prepared statement of Ms. Shipnuck follows:]
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Outline of Presentation for Deputy Secretary Barbara Shipnuck - DHMH
Panel on the State of the States
July 22, 1997

1. Introduction & General Overview of HealthChoice

* June 2, 1997 official start day

* 330,000 recipients over 5 month phase in

* AsoflJuly 17, 53,020 recipients have been voluntarily enrolled into HealthChoice
* Guiding principles and “Medical Home” concept
* Inclusion of Special Needs Populations

II. Structure of DHMH
A. One Department -  Public Health and Medicaid under one Department (DHMH)
(Tie in to Local Health Departments)

B. Linkage -This structure has greatly contributed to the development of
HealthChoice and helped to link managed care organizations (MCOs) with traditional

public health/local health dept.
III. Process of HealthChoice - Open and Inclusive
A. Legislative Background

* 1995 - General Assembly directed DHMH to investigate use of managed care for
Medicaid
(Very public process)

* 1996 - General Assembly passed SB 750, directing DHMH to implement an 1115
waiver from HCFA

(Very specific requirements in the laws including separate mental health systems)
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B. Development of 1115 Waiver - Record Setting Time

* 1995 130 member task force met throughout 1995 to develop the
proposal

* May, 1996 Waiver application submitted to HCFA

* Summer, 1996 Regulations developed

* QOctober, 1996 Waiver application approved by HCFA

* November, 1996 HealthChoice Regulations approved by the Legislature

* June 2, 1997 Enrollment begins

* July 1, 1997 Services Begins

C. Development of HealthChoice - serves as a “Model” for other states

Extensive Public Input - State-wide Public Hearings and Recipient Forums
Public-Advisory Groups representing all Medicaid sub-populations - Advocates,
Medicaid Providers, Medicaid Recipients involved (weekly meetings)
- Multiple Work Groups - Mental Health/ASO, GME, substance abuse, REM,
Special Needs Children
Medicaid Advisory Committee (monthly meetings) .
Legislative Hearings - Senate Finance, Environmental Matters, AELR

D. Contributions of Public Health Administrations (collaboration)

Mental Hygiene Administration

AIDS Administration

Alcohol and Drug Abuse Administration

Local Health Officers and Local Health Departments

1V. Product of HealthChoice

A. Special Needs Populations Included in HealthChoice - (DEF.) Individuals that are:

(1) physically disabled (5) developmentally disabled
(2) pregnant/postpartum women (6) homeless
(3) diagnosed with HIV/AIDS (7) in need of substance abuse treatment

(4) children with special health care
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B. Approaches to Ensure Quality for Special Needs Population

* Cost of care is built into capitation rates, based on previous medical history
(if known)

* MCOs must have the necessary infrastructure in place to serve Special Needs
Populations

* MCOs aré accountable for providing quality care to all recipients

* DHMH has oversight role. Internal and external QA required.

* MCOs must provide full range of medically necessary services (primary care,
specialists, ancillary services) -

* MCOs must have referral protocols in place to ensure referrals for specialty care

* Monthly reporting requirements (Encounter Data)

* Ongoing Departmental meetings with MCOs

* MCO Consumer Advisory Boards .

* Extensive educational/outreach campaign : h

C. Special Protections for Special Needs Populations

* Special Needs Coordinator
_ * Case Management - All seven groups require separate case management
* Focused Clinical Reviews - e.g. asthma, sickle cell anemia
* Ombudsman Program at Local Health Department Level
* Grievance Procedures, Consumer satisfaction surveys
* Complaint Hotlines - (1) HealthChoice Enrollee Action Line, (2) Provider Hotline

D. Special Needs Advisory Council

V. Lessons Learned Along the Way
*‘Public process eased way and fostered acceptance

* Link with public health key in success of HealthChoice
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HealthChoice Fact Sheet

On October 30, 1996 the U.S. Department of Health and Human
Services (HHS), granted Maryland's request for authority under
Section 1115 of the Social Security Act to implement a statewide
health care reform research and demonstration project. The
Maryland Medicaid Managed Care Program, known as HealthChoice,
reflects the direct participation of 125 representatives from
health care provider and consumer groups, 1750 private citizens
who participated in seventeen public hearings across the state
and several groups of Medicaid recipients who were involved in
focus groups and consumer forums.

On November 8,-1995, the Maryland General Assembly Joint
Committee on Administrative, Executive and Legislative Review
approved emergency regulations to begin the actual implementation
of BealthChoice. The Maryland Department of Health and Mental
Hygiene (DHMH) will begin to enroll recipients into HealthChoice
Managed Care Orgamizations (MCOs) in June 1997. This will be the
beginning of a five-month phase-in enrollment process for almost
300,000 Medicaid recipients in Maryland.

Guiding Principles For HealthChoice

The HealthChoice program is based on several underlying
— principles which are designed to make it an unique Maryland
-program. These principles are: :

* Patient-focused -
designed to meet the needs of people and to provide a
single medical home for all members is "consumer
friendly" and emphasizes consumer choice and minimal
disruption while changing from the current program to
the MCO program

* Builds on Maryland's health care strengths - -

a number of Medicaid recipients already participate in
a Health Maintenance Organization (HMO) or have a
primary care provider

* Provides a comprehensive, prevention and primary care-
oriented system of health care - -
Managed Care Organizations (MCOs) will stress health
promotion/disease prevention and provide access to
primary and speciality health care services MCOs will
be required to meet performance standards and quality
of care standards to meet the needs of all Medicaid
recipients including special high-risk populations
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Holds MCOs accountable for gquality health care -
DHMH will monitor all MCOs closely to guarantee
compliance to rigorous quality of care standards
MCOs that do not meet these standards will be subject
to sanctions including monetary penalties, and,
potentially removal from the HealthChoice Programs

MCOs will be paid on a fixed, per member per month scale
- (capitation) which will determine savings for the State

Overview of HealthChoice

The major features of HealthChoice are as follows:

*

Eligible Medicaid recipients include low income women and
children as well as the aged and disabled.

Who is eligible for HealthChoice

AlY Medicaid/Medical Assistance recipients except:
those in nursing homes, chronic care hospital
facilities, mental hospitals or intermediate care
facilities for the mentally retarded;

those eligible for short-term Medicaid benefits;
those individuals receiving Medicare;
those recipients enrolled in the Model Waiver program;

those receiving family planning services through the
Family Planning Waiver Program; and

those receiving limited Medicaid benefits through the
Maryland Kids Count Program.

HealthChoice members will receive the current Medicaid
benefits package and will be guaranteed eligibility for
at least six months.

The majority of Medicaid recipients will be able to remain ...
with their current health care provider.

HealthChoice will have twenty-one (21) days to choose a
doctor and/or enroll in an MCO.

Foster care children will be enrolled in an MCO within
thirty (30} days.

During the first year, enrollees may change MCO providers

c—— once for any reason.
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MCOs may not solicit or sign up members directly.
Foundation Health Federal Services, Inc., the state's
enrollment broker, will distribute the recipient
enrollment packets. The packets will include:
information on the MCOs in the recipient's area;

provider lists and locations;

a Health Risk Assessment for each family member; and

MCO report cards based on patient satisfaction surveys.

Health care services include inpatient care, outpatient
care, primary care physician visits, pharmacy access
and other ancillary services.

Some MCos may offer dental services to adults as well
as children.

HealthChoice members will be able to self-refer for family
planning services and access school-based health suites
for care. - -

HealthChoice MCOs will be responsible for primary mental
health services.
More intensive mental health will be handled by a
separate mental health system administered by the DHMH
Mental Hygiene Administration (MHA) through regional
Core Services Agencies. -
HealthChoice MCO is required to have a consumer
advisory board and provide an internal grievance
procedure.

will implement a statewide grievance/appeals process
including an ombudsman service at the local health
department and a toll-free hotline for recipient
questions.

may either be Health Maintenance Organizations (HMOs)
or non-HMOs that meet state established quality-of-care
criteria and financial solvency standards.

Physicians, clinics, Medicaid HMOs and provider-bases
organizations with a demonstrated history of
successfully serving Medicaid recipients are guaranteed
participation in HealthChoice.
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Information in this pamphlet does not apply to people in:

* Nursing homes

* Chronic hospitals

* Mental hospitals

* Intermediate care facilities for the mentally
retarded (ICF-MR)

* The Model Waiver Program

* The Medicare program

These people are not in the HealthChoice program and
will not be asked to choose an MCO.
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Medicaid is changing

Medical Assistance will change, starting in June of 1997.

The new program is called HealthChoice. Sometime between
June and November 1997, you will get a notice in the mail.
Then, you will need to sign up for an MCO and pick a doctor
for your health care.

MCO stands for Managed Care Organization. You will
not lose any medical assistance benefits when you join
your MCO. In fact, your MCO will make sure your health
care needs are met.

In a HealthChoice MCO, you and your doctor are partners
in your care. Most of the time, your doctor will give you
health care. If you need services from a specialist, your
doctor will work with you to get them.

Health care services for people with special needs

MCOs give extra help to people who:
* have a physical disability
* have HIV/AIDS
* have a developmental disability
* have special mental health needs
e are pregnant or just had a baby
¢ are homeless
* need treatment to get off drugs and alcohol

HealthChoice helps children with special
health care needs

MCOs offer extra services to children who:
* have special health care needs
* are in State supervised care, foster care or kinship care

1
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Take these three steps to choose your MCO

1 Read your information packet

Between June and November of 1997, you will be asked to
choose an MCO. You will get a packet in the mail and you
will be asked to join an MCO. The packet has a list of all
the MCOs in your area, names of doctors and an enroll-
ment form. Call the number on the cover letter right away
if you have questions.

2 Pick the MCO you want to join

You may have more than one doctor. Ask your doctors
and specialist which MCO they belong to. Or find their
names on the list you are given or call 1-800-977-7388.

If all of your doctors belong to one MCO, pick that MCO.
If they do not belong to the same MCO, pick the one
MCO that has the doctor you want to keep most. This
may be your specialist.

3 Fill out the enrollment form

You can mail in your completed form or call
1-800-977-7388. Call 1-800-977-7389 if you are hearing
impaired. You may ask for a meeting in person. If you
cannot get to a meeting because of a medical condition,
ask for a home visit to sign up.

Make sure to answer the health information questions on
your enrollment form. Your answers will help your MCO
learn about your health needs. Your MCO can help you
get medicine and services right away.
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If you do not pick an MCO, the State will pick
one for you.

Once you pick an MCO or are assigned one by the
State, you can change to another MCO one time
during the first year. People who move to a new
county will be able to choose a new MCO near them
at any time. If you need to change your MCO, call
1-800-977-7388.

Your HealthChoice MCO
and doctor will work with you.

\/ Make an appointment with your MCO
doctor or health care provider.

\/ Tell your doctor about your health
care history. Discuss the services that
you got in the past. Your doctor can
refer you to a specialist if needed.

Your doctor can help you continue
to get Personal Care and Medical Day
Care if you have these services now.

\/ Get your questions answered by an
MCO Special Needs Coordinator.

If you need a ride to your health visits because of a
disability, call your local health department. The phone
numbers are listed on the last page of this booklet.
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Call 1-800-888-1965 if you are using
mental health services now. Call if
you think you need services.

If you need special services, your MCO must:

* Have doctors and other health care providers who are
qualified to serve people with special medical needs.

¢ Give you a list of doctors who belong to the MCO.

* Assign a case manager and write a care plan if it is
necessary. This person will see that your care plan is
being carried out. They will also help you get referrals
for other services.

* Get an assessment and a second opinion before you
are transferred to a nursing home or institution for help
with your physical disability. The MCO must ask for
approval from the Department of Health and Mental
Hygiene before you can be placed for more than a 30
day stay.

Your MCO invites people with special needs to serve
on advisory boards in their community.

MCOs must follow rules of the
Americans with Disabilities Act.
You have the right to:
An interpreter or other special communications
help at no charge to you.
Get services at an accessible building.
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CHILDREN WITH SPECIAL
HEALTH CARE NEEDS

Most children with special health care
needs will be enrolled in MCOs.

The MCO will:

¢ Refer the child to a health care
provider who has experience in
working with children with
special health care needs.

* Offer services to children with
developmental delays.

* Develop a complete care plan for
each child.

* Provide case management services
when needed to carry out the
child’s care plan.

¢ Provide medical equipment and assistive technology
in a timely manner.

Children living in institutions and children in the Model
Waiver and people with rare and expensive conditions
will not enroll in an MCO. For information about rare
and expensive conditions, call 1-800-565-8190.

IF YOU HAVE A PHYSICAL DISABILITY

Your MCO will:

* Offer medical equipment and assistive technology from
a provider who has worked with people who have
physical disabilities.

* Get an assessment and a second opinion before you are
transferred to a nursing home or institution for help with
your physical disability. The MCO must ask for approval
from the Department of Health and Mental Hygiene
before you can be placed for more than a 30 day stay.

5
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IF YOU HAVE HIV/AIDS

MCO staff and all other people working with you must keep
information about you confidential.

Your MCO will:
¢ Offer case management services at the time you are
told you have HIV/AIDS. You can request a case
manager at any time.
* Talk to you about the full range of benefits you can get.
* Develop and update a complete care plan to meet your
needs. This plan can include:

\/Mental health services and treatment for drug
and alcohol problems. You can get help for drug
and alcohol problems within 24 hours of your
request.

\/Counseling.

\/Information about financial aid, education, housing
and social services.

* Refer you to places that can help you get into clinical
trials.

Once each year, you can choose to have a medical and
psychosocial assessment, called a diagnostic
evaluation. Your MCO must pay for this service.

Your MCO may also approve more diagnostic
evaluations.
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IF YOU HAVE A DEVELOPMENTAL DISABILITY

Your MCO will:

* Make sure there will be no changes in the way you
get services from the Developmental Disabilities
Administration (DDA) and the DDA Waiver.

* Assign you a case manager who is trained and experi-
enced in working with people who have develop-
mental disabilities.

IF YOU HAVE SPECIAL MENTAL
HEALTH NEEDS

People with special mental health needs will get services
through a separate program. The program will help you get
the mental health services you need. You can get help 24
hours a day, seven days a week. For more information, call
1- 800-888-1965.

IF YOU ARE PREGNANT OR JUST GAVE BIRTH

Your MCO will:

* Give you a first prenatal visit
within 10 days of request. Be sure
to ask for an appointment as soon
as you think you are pregnant.

* Help you find a doctor for your
baby before your baby is born.

* Do a prenatal risk assessment and
refer you to the Local Health
Department if you need extra
services.
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* Refer you to a medical
specialist if you have a
high risk pregnancy.

* Give you a checkup after
your baby is born. This
visit will be scheduled
within 10 days of your
request.

* Help you make wise food
choices.

* Offer ways to help you quit smoking.

* Refer you and your children under five years of age
to the WIC (Women, Infants and Children’s) Program
for food and nutrition services.

* Give you an HIV test and counseling if you ask for it.

* Give you treatment for drug or alcohol problems
within 24 hours of your request. This includes day
treatment programs that allow you to bring your
children.

IF YOU ARE HOMELESS

Homeless people have protection in the HealthChoice
program. You will need to enroll in an MCO. The information
about picking an MCO for your medical care may not reach
you by mail. Call 1-800-977-7388 to enroll in an MCO.

Your MCO will:
* Provide a case manager to coordinate your health care
services.
* Design a treatment plan to meet your health needs.
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IF YOU NEED HELP TO GET OFF
DRUGS AND ALCOHOL

Your MCO will:

* Talk to you about drugs and alcohol as part of your
first health or prenatal visit.

* Tell you about programs to help you get off drugs
and alcohol if you test positive for substance abuse.

* Offer treatment to help you get off drugs and alcohol
(detox). This treatment may be either outpatient or
inpatient depending on your medical needs.

* Offer you outpatient treatment to stay off drugs
and alcohol.

¢ Offer the right kind of addiction programs for
children under 21 and for adults eligible in TCA
(Temporary Cash Assistance Program).

If you have HIV/AIDS and want help
with a drug or alcohol problem:
* You will be able to get services
to help you get off drugs and
alcohol within 24 hours of Z

o
your request. /

If you are pregnant and want help with a drug
or alcohol problem:
You will be given:
* Drug and alcohol abuse treatment within 24 hours
of your request.
* Case management services.
* Intensive outpatient programs to address your needs.
You can get treatment that allows your children to
be with you.
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O

SERVICES FOR CHILDREN IN STATE
SUPERVISED CARE, FOSTER CARE OR
KINSHIP CARE

Children in State supervised care will be enrolled in
HealthChoice. A social worker from the Department of
Social Services will work with foster parents and other care
givers to choose the MCO. The choice will have to be made
within 30 days of getting the notice.

The MCO will:

¢ Provide or arrange to provide all Medicaid covered
services.

* Appoint a coordinator to get services for these children
and work with the Department of Social Services (DSS)
foster care worker.

* Provide medical care locally if a child is temporarily
placed in another part of the State.

Children in State supervised care who have had a
change in circumstances are allowed to change their
MCO at any time. For example, children who move
to an area outside their MCO service area will be
given a new MCO near them.

10
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Call your Local Health Departments

for more information

Allegany County Health Department
Anne Arundel County Health Department
Baltimore City Health Department '
Baltimore County Health Department
Calvert County Health Department
Caroline County Health Department
Carroll County Health Department

Cecil County Health Department

Charles County Health Department
Dorchester County Health Department
Frederick County Health Department
Garrett County Health Department
Harford County Health Department
Howard County Health Department

Kent County Health Department
Montgomery County Health Department
Prince George's County Health Department
Queen Anne’s County Health Department
St. Mary’s County Health Department
Somerset County Health Department
Talbot County Health Department
Washington County Health Department
Wicomico County Health Department
Worchester County Health Department

(301) 777-5657
(410) 222-4792
(410) 396-4387
(410) 887-2705
(410) 535-5400
(410) 479-0556
(410) 876-4972
(410) 996-5100
(301) 934-9577
(410) 228-3223
(301) 631-3104
(301) 334-8116
(410) 879-2404
(410) 313-6363
(410) 778-7035
(301) 217-1741
(301) 817-3217
(410) 758-0720
(301) 475-4330
(410) 651-5600
(410) 822-2292
(301) 791-3232
(410) 543-6980
(410) 632-1100
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Ms. CHRISTENSEN. Thank you.
Go ahead, Peggy.

STATEMENT OF PEGGY L. BARTELS, DIRECTOR, DIVISION OF
HEALTH, BUREAU OF HEALTH CARE FINANCING, WISCONSIN
MEDICAID PROGRAM

Ms. BARTELS. Good morning. My name is Peggy Bartels, and 1
am the Director of the Bureau of Health Care Financing and am
responsible for the administration of the Wisconsin Medicaid Pro-
gram. Thank you for the opportunity to speak with you today.

M testimon,y has been provided to you as an attachment, a
hangout, if you'd like to follow along.

Wisconsin Medicaid is the State’s largest health insurer. In fact,
it is ten times larger than the single largest health insurer in the
State. Our annual benefits budget is $2.4 billion, covering one of
the broadest benefit packages in the Nation. Approximately
450,000 persons are eligible for Wisconsin Medicaid—almost 10
percent of the population.

We administer our Medicaid program in a highly efficient man-
ner. Approximately three-quarters of our administrative resources
are contracted to the private sector. Our administrative costs are
just over 2 percent of our benefits costs, while the average health
plan in Wisconsin has administrative costs ranging from 8 to 15
percent.

We have made a long-term commitment to managed care for
Medicaid recipients. In general, we define “managed care” to mean
capitated, risk-based contracts for comprehensive health care with
licensed insurance companies that are HMOs. Wisconsin Medicaid
started contracting with HMOs for low-income women and children
in 1984, so we have a decade-and-a-half of experience.

Since then, we have started managed care programs for the el-
derly and disabled, which we are now evaluating and intend to ex-
pand. We have a strong HMO market in Wisconsin, and the bene-
fits of Wisconsin Medicaid managed care are well-recognized. We
have demonstrated significant savings while at the same time im-
proving access and health care quality.

We currently administer the following specific managed care pro-
grams. Our largest HMO program is the one for low-income women
and children, operating in 68 out of 72 countries—in fact, every
county where there is an HMO. Nineteen HMOs provide com-
prehensive health care to 202,000 recipients. In addition, we ad-
minister numerous managed care demonstration projects for the el-
derly and disabled. These programs include our program for all-in-
clusive care for the elderly, the PACE projects, and our unique
partnership program, an HMO program for disabled adults, and
managed care programs for severely emotionally disturbed chil-
dren. These programs are summarized in some detail in one of the
attachments you have.

All of Wisconsin’s managed care programs operate from the same
basic principles: ?ality improvement activities must be multi-
pronged—no one thing tells you what’s going on. Medicaid man-
aged care must be accountable to all interested parties. Managed
care programs must be targeted to the enrolled population, and a
broad public-private partnership is necessary to succeed.
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These principles apply to managed care for all enrolled popu-
lations, including children and adults with special health care
needs. We define persons with special health care needs to include
frail elderly and disabled children and adults. We define disabled
children and adults to include persons with developmental delays
or disabilities, alcohol or other drug abuse problems, physical dis-
abilities, or mental illness. Persons in all of these groups are en-
rolled in managed care in Wisconsin. Many of the children in our
largest HMO program for low-income families have special health
care needs.

Wisconsin’s managed care principles allow and in fact require
our targeted programs to be flexible and responsive to different re-
cipient groups. However, the fundamental strategies needed to sup-
port (tihese principles are the same regardless of the population
served.

It is important to note that the States need flexibility to imple-
ment these principles. I will describe for you what has worked in
Wisconsin, but must emphasize that States are different, and one
size does not fit all.

We believe that the great secret of Medicaid managed care is
that State Medicaid programs with their attention to populations
most at risk are improving managed care for everyone. In order to
meet our unique requirements and standards, we have found that
our commercial HMOs have to change the way they do business,
and when they change, they do it for everyone, not just for Medic-
aid recipients.

At the forefront of Wisconsin’s managed care infrastructure is
this broad public-private partnership I referred to. We must work
together to implement our multi-pronged quality improvement
process. The goals of our QI process are simple but broader than
many commercial managed care plans.

First, we strive to ensure that Medicaid managed care enrollees
achieve the highest possible outcomes, whether the enrollee is a 2-
year-old needing to be fully immunized or an 80-year-old needing
assistance with appropriate medication administration. We define
desired health outcomes differently for different populations. We
strive to define outcomes that are both objectively and clinically ac-
ceptable and subjectively important to the consumers. We are
learning that there is a lot of work to be done to define outcomes
that are acceptable to the elderly and disabled. Traditional quality
measures such as those defined in HEDIS are just a starting point.

Second, we strive to make sure our managed care enrollees’ ac-
cess the care they need, whether that means assuring transpor-
tation to clinic appointments or locating translators. Again, we de-
fine opportunities for improved access differently for targeted popu-
lations. We are learning, for example, that elderly persons are
much more likely to access health care if they feel they have a com-
fortable personal relationship with their health care provider. This
is not a common goal in commercial managed care plans.

Finally, we are committed to ensuring enrollees’ maximum choice
of managed care plans and health care providers within those
plﬁns. en we cannot guarantee reasonable choice, we do not en-
roll.
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We implement these QI goals through a variety of strategies.
Most importantly, we have established basic contract requirements,
some of which apply to all managed care enrollees and some of
which are unique. The contract requirements are routinely and rig-
orously monitored.

Examples of contract requirements are ensuring around-the-clock
easy access to appropriate care; assuring the location of health care
providers within 20 miles of consumers’ residences—we believe this
is the strictest requirements in the Nation; requiring that managed
care organizations offer a comprehensive range of services equiva-
lent to Medicaid fee-for-service; assuring culturally responsive
health care providers education and communication; requiring for-
mal and informal complaint and grievance processes, and requiring
managed care organizations to maintain a comprehensive internal
QI system. Almost all State Medicaid managed care programs in-
clude such requirements.

Examples of contract requirements that are unique to Wisconsin
include the following. We use an independent enrollment contractor
to assure that Medicaid recipients enrolling in HMOs are fully in-
formed about how to choose an HMO that best meet their needs.
Our enrollment contractor also assists recipients with formal and
informal complaints and grievances.

Our contract requires each HMO to hire at least one full-time
Medicaid advocate to help enrollees navigate the managed care sys-
tem. We contract with two ombudsmen to help Medicare enrollees
with more systemic complaints and grievances. We enroll voluntar
HMO participation for children who qualify for the Federal birt
to 3 program, a program targeted for children with special health
care needs. By the way, most parents and caregivers opt to give
their children the HMO program.

Specific targeted contract requirements for the elderly and dis-
abled include the following. Each managed care organization must
have a board of directors including Medicaid consumer representa-
tives. Our plans must have working memoranda of understanding
with affected counties, because in Wisconsin, many behavioral
health and supportive home care services are county-based. Re-
quired quality studies must reflect some subjects of importance to
consumers.

All of our special managed care programs are undergoing exten-
sive quality evaluations by outside evaluators. This has been the
Wisconsin way. We start slowly, evaluate and improve, and then
expand to larger numbers.

Every year, Wisconsin produces the HMO fee-for-service compari-
son report, an extensive document—I brought a copy so you can see
how big it is. This report is based on a combination of survey and
encounter data submitted and processed by HMOs. The report is
always made public, with the results discussed in many public fo-
rums. Areas needing improvement may be further studied by work
groups and audited. We will be producing similar reports for our
other programs also. We have a strong audit and utilization report-
ing components. We regularly conduct comprehensive medical chart
reviews. We cover twice as many chart reviews from managed care
enrollees as for fee-for-service enrollees. All of these strategies can



204

be adapted to special Medicaid populations including persons with
special health care needs.

Finally, a word about our public-private partnership. We have
this in Wisconsin because we made it happen. We require our
HMOs to attend our public meetings and work together with com-
munity-based organizations, counties and tribes. We foster in-
formed and proactive advocacy through HMO advocates, ombuds-
man, numerous public work groups and meetings. We report on our
resuits, both good and bad, and work together on program improve-
ment. We keep policymakers informed through publications such as
“Forward” our monthly managed care newsletter. We highlight best
practices at public meetings.

In general, we use our contract requirements and the resources
of the State to foster information-sharing and trust-building. We
have found this approach to be extremely effective in the current
anti-managed care environment. This is why 19 of the 25 licensed
HMOs in the State contract with us and why advocates in counties
are pushing us to expand managed care to the elderly and disabled
and why policymakers in Wisconsin look to the Medicaid contract
as the standard for commercial managed care.

The results of Medicaid managed care in Wisconsin have been
significant savings and better health care for recipients. We esti-
mate managed care has saved Wisconsin taxpayers over $100 mil-
lion from 1990 to the present, and we have demonstrated improved
access and quality through reports such as the one I indicated.

What lessons T\"xave we learned about the critical capacities of
States to operate successful managed care programs, especially for
persons with special health care needs? States and managed care
plans need enough time to plan, sign contracts, enroll recipients,
and develop necessary relationships to provide the quality managed
care programs States now expect. They need to be able to develop
and enforce strict contract standards. To develop effective con-
tracts, State Medicaid programs must shift to a new buyer
mindset. We see ourselves as purchasing for outcomes rather than
paying for services or regulating for potential violations.

ut strong contract requirements alone will not ensure high-
quality managed care programs. States also need the ability to
maximize significant resources either through redeployment, con-
tract staff, or in rare instances in these times, new staff, in order
to create the infrastructure needed to support effective contract en-
forcement.

In Wisconsin, we have a small managed care section of 21 full-
time employees. Two of these employees are borrowed from other
divisions in our department. About 10 to 15 staff from other areas
of the Medicaid program are redeployed to help us with certain ac-
tivities like audits. We also use a lot of private contracted re-
sources. We have an enrollment contract of $1.7 million per year,
a contract for external peer review, $1.4 million per year, special
staff from our fiscal agent to assist us with day-to-day operations,
two ombudsmen, six contract monitors, four systems business ana-
lysts to help HMOs with their utilization reporting. We also spend
about half a million dollars a year on contract actuarial services.

States need significant resources to assist managed care organi-
zation used to working with commercial populations to work with
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Medicaid recipients. Medicaid managed care is very different from
commercial managed care. To be successful, managed care organi-
zations need to recognize these differences, and States need to help
them learn how to adapt their product lines to serve Medicaid re-
cipients. Medicaid offers more benefits than most commercial
health plans ever dreamed of. It is subject to greater public over-
sight, has more Federal requirements than commercial insurance.
Medicaid recipients are poor, generally less educated and have
chronic health problems and access problems that the commercial
population may not have.

We believe that our Medicaid contract requirements, with their
emphasis on special health care needs of low-income people have
resulted in significant changes in Wisconsin in commercial man-
aged care.

Developing.the kind of broad infrastructure I have described
takes time and money. Many State Medicaid programs, including
Wisconsin’s, have invested both for some time now. Medicaid has
become the national laboratory to refine and improve managed
care. | am confident that States can use their resources and experi-
ence to improve health care for persons with special health care
needs while continuing to slow the rate of expenditure growth.

{The prepared statement of Ms, Bartels follows:]
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My name is Peggy Bartels. I am the Director of the Bureau of Health Care Fimancing and em
responsible for the administration of the Wisconsin Medicaid program. Thank you for the
opportnity to speak with you today.

Wisconsin Medicaid is the Stawe’s largest health insurer. Our anmal benefits budget is $2.4
billion, covering one of the broadest benefit packages in the nation. Approximately 450,000
persons are cligible for Wisconsin Medicaid — atmost 10% of the State’s popalation. The
Medicaid population in Wisconsin is typical of other statc Medicaid programs. Approximately
66% of Medicaid recipicats are low-income women and children, and 34 % are elderly and
disabled. The cost of these populations is proportionally opposite the mumber of eligibles.
Low-income women and children account for 27% of Medicaid costs, while the elderly and
disabied account for 73% of Medicaid costs.

Wisconsin administers Medicaid in a highly efficient manner. Approximately three quarters of
our administrative resources are contracted to the private sector. Wisconsin's administrative
costs are just over 2% of benefit costs, while the average health plan in Wisconsin has
administrative costs that range between 8 - 15% of benefits paid.

Wisconsin has made a long-term commitment to managed care for Medicaid recipients. In .
general, we define “managed care™ 10 mean capitated, risk-based contracts for comprehensive
health care with licensed insurance companies that are HMOs.

Wisconsin Medicaid started contracting with HMOs for fow-income women and children in
1984. Since then, we have started small managed care programs for the elderly and disabled,
which we are now evaluating and intend 1o expand. We have a strong HMO market in
Wisconsin, and the benefits of Wisconsin Medicaid managed carc are well recognized. We
bave demonstrated significant savings, while at the same time improving access and health
care quality.

We currently administer the following specific managed care programs:

¢ Our HMO program for low-income women and children is our largest managed care
program, operating in-68 of 72 counties. Nineteen HMOs provide comprebeasive health
care services to 202,000 recipicnts. —

In addidon, we administer numerous managed care demonstration projects for the elderly and
disabled. These include our Program for All-Inclusive Care for the Elderly (PACE) and
Parmership programs, an HMO program for disabled adults, and-managed care programs for
severely emotionally disturbed (SED) children.

© The PACE/Parmership programs are targeted 10 the elderly and physically disabled. In
1989, Wisconsin was one of the first five states to replicate the PACE model for the
elderly. In 1995, Wisconsin created a unique new model for the elderly and persons with
disabilities called the Wisconsin Partership Program. Both programs provide
comprehensive health care, but with diffarent delivery models, quality improvement
systems, and provider contrecting arrangements. Today, Wisconsin operates the PACE

-1-
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mode] to serve the elderly in Milwaukee and Madison and the Parmership model to assist
the elderly and persons with physical disabilities m Danc County and in rural Eau Claire,
Dunn, and Chippewa counties. The current enrollment m Wisconsin’s PACE/Partmership
program in all sites is 563 recipients.

< We also are just completing a research and demonstration grant through a risk-based
capitated HMO for disabled adults in Milwaukee County. This model is unique in the
country in that it represents a parmership between a medical HMO (Humana/WHO) and a
comuunity-based organization (the Milwaukee Center for Independence). The hybrid
organization i called I-CARE (2,714 enrollees).

« Finally, we operate a carve-out behavioral health mamg;i care program for children with
severe emotional needs in two urban counties, Dane and Milwankee (344 enrol.lws) Both
programs are fully risk-based.

All of Wisconsin's managed care programs operate from the same basic principles. These are:

« quality improvement activitics must be milti-pronged;

v Medicaid managed care must be accountable to all interested parties;

« managed care programs must be targeted 1o the enrolled populations; and finally,
e a broad public/private partnership is necessary to succeed.

These principles apply to mapaged care for all enrolled populations, including children and
adults with special health care needs. We define persons with special bealth care needs to
include the frail elderly and disabled children and adults. Disabled children and adults are
persons with developmental delays or disabilities, alcobol or other drug abuse problems,
physical disabilities, or mental illness. Persons in all these groups are enrolled in managed
care in Wisconsin. Many of the children in our largest HMO program for low-income
families have special health care needs.

Wisconsin’s managed care principles allow, and in fact require, our targeted programs to be
flexible and respomsive to different recipient groups. However, the fundamental strategies
needed 1o support these principles are the same regardless of the population served.

It is fmportant to ote that states need flexibility to implement these principles. I will describe
what has worked in Wisconsin, but must emphasize that states are different and “one size does
pot necessarily fit all.”

We believe the great secret of Medicaid managed care is that state Medicaid programs, with
their attention to populations most at risk, are improving managed care for everyone. In order
10 meetour unique requirements and standards, we have found that our commercial HMOs
have changed the way they do business — and when they change, they do it for all enrollees,
pot just for Medicaid.

2-
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At the forefront of Wisconsin’s managed care infrastructure is a broad public/private
parmership. We all must work together to implement our nmlt-prolonged quality
improvement (QI) process. The goals of our QI process are simple, but broader than many
commercial managed care programs.

First, we strive to ensure that Medicaid managed care enrollees achieve the highest possible
health outcomes, whether the enrollee is a 2-year-old peeding w be fully tmmunized, or an 80-
year-old needing assistance with appropriate medication administration. We define desired
health care outcomes differently, for different populations. We strive to define outcomes that
are both objectvely and clinically acccptablc and subjectively importanr to consumers. We are
learning that there is a lot of work to be done to define cutcomes that are acceptable 10 the
clderly and disabled. Traditional quality measures, such as those defined in HEDIS, for —

example, are just a starting point.

Secondly, we strive 10 make sure our managed care exrolless access the care they need,
whether that means assuring transportation to clinic appointments or locating translators-for
non-English speaking enrollees. Again, we define opportunities for improved access
differentty for targeted populations. For example, we are learning that-elderly persons are
more likely to access health care if they feel they have a comfartable personal relarionship with
their health care provider. This is not 2 common goal in commercial managed care.

Finally, we are commitied to ensuring enrollees maximmim choice of mansged care plans and
bealth care providers within those plans. Whenever we cannot guarames msonable choice —
we do not enroll. -

We implement these QI goals through a variety of strategies. Most importantly, we have
established basic contract requirements, some of which apply to all Medicaid managed care
enrollees and others which are unique to cach population. The contract requirements are
routinely and rigorously monitored for all programs.

Examples of these contract requirements are: assuring round-the-clock easy access to
appropriate care; assuring the location of health care providers within 20 miles of consumers’
" residences; requiring that managed care organizadons offer a comprebensive range of services
- equivalent 1o Medicaid fee-for-service; assuring culturally responsive bealth care providers,
education and communication; requiring formal and informal complaint and grievance
processes; and requiring managed care organizations to maintain a comprebensive interpal QI
system. Almost all state Medicaid managed care programs include such requirements.

Examples of contract requirements that are unique to Wisconsin’s statewide managéd care
program for low-income women and children that could be adapted for mandatory programs
for the elderly and disabled inchide the following features:

1) We usc an independent enrollment contractor to assure that Medicaid recipients enrolling
in HMOs are fully informed about how to chose an HMO thar best meets the health care
needs of their family. The earollment contractor helps Wisconsin avoid excessive and
inappropriate marketing to consumers by HMOs.

3.
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2)  Our contract requires each HMO to hire at least one full-time Medicaid advocate to help
enrollees navigate the managed care system and learn how to use their HMO effectively.

3) We contract with two ombudsmen to help managed care enrollees with more systemic
complaints and gricvances about managed care. :

4) We allow voluntary HMO participation for children who qualify for the federal “Birth-
to-Three” program — 2 program targeted for children with special health care needs.
Most parents and caregivers opt to keep their children in the HMO program.

Specific, targeted contract requirements for the elderly and disabled also inchude the following:

. each managed care organization must have a Board of Directors incloding Medicaid consumer
representatives; our plans must have working Memoranda of Understanding with affected
counties (in Wisconsin, many behavioral health and supportive home care services are county
based); and required quality sudies must reflect some subjects of importance to consumers.
All of our special managed care programs are undergoing extensive quality evatuations by
outside evaluators. This has been the Wisconsin way: we start slowly, evalvate and-fmprove,
then expand to larger mumbers of covered persons.

Another critical aspect of our multi-pronged QI approach is public accountability. We use an
extensive network of compmunity-based forums as vehicles for public mpat on all aspects of
mapaged care. Examples of these meetings include: a Sttewide Advisory Group, quarterly
meetings with HMO technical staff, monthly meetimgs with HMO contract administrators,
quarterly regional forums and workgroups (statewide or regional) to address specific arcas of
concerxs (e.g., behavioral health). We foster and encourage proactive advocacy apd
commumty involvement as part of our public/private partnership.

Every year Wisconsin produces an HMO/Fee-For-Service Comparison Report for the low-
income women and children managed care enrollees. This report is based on a combination of
_ survey and encounter data submitted and processed by HMOs. The report is always made
public with the resulis discussed in public forums. Areas needing improvement may be further
studied by workgroups and audited. We will be producing similar reports for our other
programs also.

" Wisconsin has a strong audit and utilization reporting companent to its muiti-pronged QI
* approach. We target specific areas of concern, such as behavioral health and dental services.

We also regularly conduct comprehensive medical chart reviews of both fee-for-service and -

managed care recipieats through an independent peer review organization. We review twice
as many charts for Medicaid managed care enrofiecs as for those on Medicaid fee-for-service.

All of these strategies — contract requirements, enrollment contractors, advocates, public
forums, public reporting of dara, andits and chart reviews — can be adapted to all special
Medicaid populations, including persons with special bealth care needs.
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Finally, we believe that high quality mapaged care programs for Medicaid populations require
@ strong public/private partnership. We have this in Wisconsin because we have made it
bappen. Our contract requires HMOs to atend our public meetings and work together with
communiry-based organizations and counties. We foster informed and proactive advocacy
through HMO advocates, state-sponsored ombudsmen, and mrmerous public workgroups and -
meetings. Werepanonourmxlts—goodmdbad—mdworklouhcronpmgnm
improvements. We keep top policy mzkers informed through publications such as Forward,
our monthly managed carc ncwsletter. We highlight “best practices” at cur public meetings.
In general, we use our contract requirements and the resources of the State Medicaid program
to foster information-sharing and trust-building.

We have found this approach to be very effective in the current “anti-managed care”
environment. This is why 19 of the 25 HMOs licensed in Wisconsin contract with Medicaid,
why advocates and counties are pushing us to expand managed care to the elderly and
disabled, and why policy makers in Wisconsin look to the Medicaid contract as the standard
for commercial managed care. ] —

The results of Medicaid managed care in Wisconsin have been significant savings and better
health care for recipicnts. We estimate mapaged care has saved Wisconsin taxpayers over -
$100 million, from 1990 to the present time, compared to taditional Medicaid fee-for-service.
In 1996, we saved $16 million over comparable fee-for-service expenditures.

Access 1o care has improved for Medicaid recipients enrolled in our mandatory HMO program
for low-income women and children as measured by our 1995 HMO/Fee-Far-Service
Comparison Report. For example, in 1995, HMO recipients visited Medicaid health care
providers more often than their fee-for-services counterparts and visited emergency rooms half
as often as their fee-for-service counterparts. Children in Medicajd HMOs receive more well-
child visits, more immunizarions and more specialty care. Women in HMOs were more likely -~
10 receive at least one Pap test and had fewer Cesarean sections. :

What lessons have we learned about the critical capacities of states 1o operate successful
managed care programs, especially for persons with special health care needs?

States and managed care plans need enough time to plan, sign contracts, enroll recipiens, and

" develop necessary relationships to provide the quality managed care programs states pow
expect. They need to be able to develop — and enforce — strict contract performance
standards. To develop effective contracts, state Medicaid programs. must shift to 8 new
“buyer” mindset. ‘We sce ourselves purchasing for outcomes, rather than paying for services
or regulating for potential violations. '

But strong contract requirements alone will not ensure high quality managed care programs.
States also need the ability to maximize significant resources, either through redeployment,
contract staff, or in rare instances in these times, new staff, in order to create the
infrastrucnire needed to support effective contract enforcement. In Wisconsin, we have a
small mapaged care section of 21 full-time employees. Two of thase employees are
“borrowed” from other divisions in our Department. About 10 - 15 staff from other areas in

-5- .
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the Medicaid program are “redeployed” to help us on certain activities, like andits. We also
use a lot of private, cortractad resources to help us oversee managed care. We have an
enrollment conmract of $1.7 million per year, a contract with an external peer review
organization of $1.4 million’pér year, special staff from our fiscal agent to assist us with day-
w-day operations of managed care— two Ombadsmen, six Contract Monitors, and four -
systems/business analysts to help HMOs with their utilization repomng ‘We also spend about
30.5 milllonpcrymronoommusdacmanalserwm '

Smwsnccdsxgmﬁmmrcsoumwasmmam,edmommnnomumdmworhngmﬂza
commercial population 1o work with Medicaid recipients. Medicaid managed.care is very
different from commercial managed care. To be successful, mamgedareorgxmunonsmd
mrccognxzzmmedlﬁemmesandsmwmedmhclpmanlmmhowwadaptthcnpmdua
lines to serve Medicaid recipients. Medicaid offers more bencfits, is subject to greater public
oversight, and has more federal requirements © meet than commercial insurance. Medicaid
recipients are poor, geperally les§ educated, and have more chronic heakh problems than the
comumercial population. Medicaid recipients have more - barriers to accessing hestth care,
including the lack of transportation, imabitity to spakEnghshmdmhmldﬂfaxmes We
believe that our Medicaid contract requirements, with their emphasis on the special health care
needs of low-income people, have resulted in significamt changes in the cozmnercnal mamged
care environment.

Developing the kind of broad infrastructure I have dascn'bed stmng contract requirements;
credible vehicles for public accountability; programs tailored to COnSUmeTS- needs apd .
preferences; adequate access, choice and oppormunity for consumer input; and strong audit and
enforcement capacities — takes time and money. Many state Medicaid programs, inclndmg
Wisconsin’s, have invested both for some time now.

Medicaid has become the national laboratory to rcﬁnc and fmprove managed care. I am
confident that states can use their resonrces and expexience to fmprove liealth care for persons
with special health care needs, while contintiing o slow the rate of Medicaid e.xpmdmme )
growth.
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HMO [/ Fee-for-Service

COMPARISON REFORT: 1095

HMOs reported higher rates of preventive services than fee-for-service in scveral
important areas. Medicaid managed care enrollees were repartedly more likely to
receive “well-child” exams (HealthChecks), MMR vaccines, and Pap tests, for
example, than fee-for-service recipients. -In general, access to care was equal to,
or better than, fee-for-service. HMO enroilees visited primary care providers
more and emergency rooms less often than fee-for-service recipients. In the area
of mental health, HMOs as a whole reported lower rates of persons receiving
services. But, of those receiving mental health care, the average number of ser-
vices per recipient was nearly the same as fee-for-service. ‘

BACKGROUND

Wisconsin was one of the first states to contract with health maintenance organizations (HMOs) to provide
health care services to Medicaid recipients. Rapidly rising costs, fragmented care delivery, and concerns
about access to care and quality prompted a search for alternatives to the fee-for-service Medicaid sys-
tem. Since the inception of the Wisconsin Medicaid HMO program in 1984, many other states have
followed Wisconsin’s lead and have implemented Medicaid managed care programs.

Because of the success of the first Medicaid HMO programs in Milwaukee, Dane, and Eau Claire coun-
ties, managed care for the Aid to Families with Dependent Children (AFDC)yHealthy Start population was
expanded. In 1995, 11 HMOs served almost 150,000 Medicaid recipients in five Wisconsin coundes. By
the end of 1997, approximately 200.000 Wisconsin Mecdicaid recipients will receive their health care
through 19 HMOs. :

AFDC and Healthy Start Medicaid recipients are. for the most part, children and women in their child-
bearing years. More than two-thirds are under 2Q.years of age. Almost 90 percent of adult recipients are
women, and less than one percent are over 50 years of age. Thehealth care challenge for this young and
predominantly female population is to provide important preveative sexvices and to assure access to and
continuity of care. ’

The Wisconsin Medicaid HMO/Fee-for-Service Comparison Reporr: 1995 is only one of several
ways the Wisconsin Medicaid Program reports on and monitors care provided to Medicaid recipients in
both Medicaid-contracted HMOs and fee-for-service health care delivery areas. This reportis produced
annually. Data for the report reflect care provided to the Medicaid AFDC and Healthy Start populations
only and are derived from two data sources: data reported by individual Medicaid-contracted HMOs and
claims submitted to the Wisconsin Medicaid fiscal agent, EDS. The repart compares reported health care
utilization and ocFiitrence data arnong HMOs, arsong HMO counties, and between HMO and fee-for-
service. The report presents 59 indicators. Several are of particuler relevance and importance to the
AFDC/Healthy Start population.

1
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SELECTED INDICATORS

Access to Care

* Children and adolescents in HMOs had slightly higher rates of health care visits Jor all rea-
sons (62%) than in fee-for-service (57%).

Parcent of recipients (ages 0-20) having atleast one health care visitin 1895
HMOs —62%
FFS—57%

* HMOs reported that three times as many enrdllees were seen by primary care providers (59%)
thar in fee-for-service (19%). Primary Care Providers (PCPs) are typically the comerstoue of care
provided through HMOs. As the coordinator of care, the PCP provides a “medical bome™ for managed
care recipients. :

Percent ofrecipients seen by a primary care providerin 1985
THMOs—58% T
FFS—15%

= HMOs reported half as many emergency room visits as fee-for-service (0.6 versus 1.2 visits per
eligible peryear). Inappropriate emergency room use is often associatad with poorcontinuity of care
and unnecessary costs. Especially among the poor, emergency rooms may provide the oaly medical
services received. Strategics such as assuring that every enrollee has his or her own primary care
* provider, that a caregiver is “on call™ 24 hours a day, and that patients contact their own doctors first in
non life-threatening sintations have helped reduce inappropriate emergency roomuse.
Average-number of emergency room visits per efigible year in 1995
HMOs —0.6 D .
FFS—1.2

Children’s Health ’ . -

« “Well-baby/child” checks, called HealthCheck Screens, were reported much more frequently
in HMOs than in fee-for-service for children from the age of birth through five. Fifty-one
percent of children in this age group received & HealthCheck from an HMO provider as opposed to only
32 percent of those in fee-for-service. Of the five HMO counties, Milwaukee had the bighest rate of
screens. HealthChecks are performed to monitor a child’s development in a variety of arcas and to
provide education to parents. HealthChecks are ofien timed t coincide with immunizations.

Percent of children (ages 0-5) who received at least one HealthCheck vish in 1995
HMOs —51%
FFS—3%
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o Children ages one through five enrolled in HMOs were twice as likely to receive the Measles,
Mumps, and Rubella (MMR) vaccine as children enrolled in fee-for-service. In the aggregate,
HMOs reported that they administered the MMR vaccine to 20 percent compared to only ten percent
of children in this age range receiving Medicaid services through the fee-for-service system. In recent
years, many Wisconsin children contracted measles because they had notbeen immunized. Children
should receive the MMR vaccine first between 12 and 15 months of age and again between age four and
six. Six cases of measles were reported in Wisconsin in 1995.

Percent of children (ages 1-6) who were given the MMR vaccine in 1985
T HMOs—20% '
FFS—10%

HMOs reported performing lead tests on children from birth to 20 years of age almost twice as
often (12%) as fee-for-service (7%). Milwaukee HMOs reported the highest rates of lead screens
(14%). High lead levels can result in serious developmental problems, especially in the very young.

Percent of children (ages 0-20) who had at least one blood lead test in 1995

HMOs — 12% ’
FFS—7%

Women’s Health

« HMOs reported much higher Pap test rates (34%) in women over 20 years of age than did fee-
for-service (20%). Due in great part to increased Pap test rates, fewer than three women in every
100,000 die each year from cervical cancer. Women should have a Pap test every oneto three years,
depending on theirrisk. . .
Percent of women (ages 21 and above) who had at teast one Pap testin 1995

HMCs —34%
FFS—20%

« HMOs reported fewer Cesarean section deliverizs (12%) as compared to fee-for-service (17%).
Cesarean section deliveries have been associated with higher rates of complication and death when —
compared 10 vaginal delivedies.

Percent of deliveries that were Cesarean sections in 1995

HMOs —12%
FFS—17%
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Mental Health

* HMOs reported fewer numbers of persons who received at least one mental heglth visit (3%)

than did fee-for-service (5%). However, of those persons who did receive at least one mental
health visit, the number of services received in 1995 was similar between HMOs (5.3) and fee-
Jfor-service (5.8). Mental illness affects a large number of people, especially adolescents and adults.
Differences between fee-for-service and HMOs relating to coding, prior autherization for menm] health
services, and different styles of service delivery may acconnt for higher numbers of reported encotnters
in fee-for-service. For example, mental ilinesses, such as depression, are often treated by primary care
physicians. Mental health screening visits are notreposted here. Based on these data, little can be said
about quality and outcomes for persons with menta] ilnesses. Assuring that Medicaid recipients bave
access 1o quality menral health services is important. For this reason, several activities relatad to mental
health have been initiated by the stare: Medicaid smdies involving andits and chart reviews have been
conducted, 2 “Mental Health’AODA Workgroup™ was recently reconvened, and special program to
train primary care providers to aggressively screen for cornmon mental illnesses and substance abuse will
beginin 1997.

Percent of recipients who had at least one . Average number of visits among thosa recalving one
mental health/AODA visit in 1995 ) or more mental healthVAODA services in 1985

: HAMCs, = 5.3
| s -s2

Chronic Conditions

.* In children and adolescents, the diagnosts of asthma is more common among HMO enrollees
(4%) than in fee-for-service (2%), with Milwaukee HMO recipients reporting the highest rate
of asthma diagnoses (5%). However, the rate of hospitalizations for asthma was four times as
high among children and adolescents in managed care (0.4% versus 0.1%). Asthmais achronic
and sometimes life-threatening disease. It is the most common chronic disease in young people. African
Amencans and people who live in cities are affected more often than others. Many asthma hospitaliza- *
tions may be avoidable. Without having other information, such as severity for example, conclusions
about quality of care are not possible. Since 1995, several HMOs have initiated asthma outreach and
intervention programs. _ ) o
Percent of recipients with a diagnosis of Percent of recipients hospltaltzed for asthma
asthmain 1995 in 1995

HMOs —#% HMOs — 047
FFS—2%

FES —0.1%%
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QUALITY IMPROVEMENT

The Wisconsin Medicaid HMO/Fee-for-Service Comparison Report: 1995 is only one of several ways
Wisconsin monitors quality and access for the Medicaid population. Contract monitoring, audits, and
chart reviews are examples of other important quality fraproverent activities. In 1997, a consumer satis-
faction suxvey will be conducted in Milwaukee. .

As managed care coverage expands in the state, Wisconsin’s Deparment of Health end Family Services
will continue to work with managed care organizations in a proactive partnership to achicve the highest
possible health outcomes for Medicaid managed care recipients and to report to the public on quality-
relared issues in 8 useful and “user-friendly” way.

|
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WrapAround
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Children Come First of Dane County
provides individualized care

Providing appropriate and cffective behavioral mental health care o children with severe emotional
disorders is not casy.

Beeause these children are often difficult 1o control and can be a danger to themsslves and others, they are
often seen as a challenge too big for school systems, mente) health ageacies, juvenile justice sysiems, 2nd
their families each 1o handle alone. Often instinutional pl for these childrea seems like the best
solution. —

However, one Wisconsin behavioral mental health program is having successful results tresting children
with severe emotional disorders.

By coordinating the efforts of school systems., mental health agencies, juvendle justice systems, and
families, Children Come First of Dane County is helping miny children receive the individualized,
coordinated care they need to get better.

In many cases, the program’s efforts are resulting in enough rchabilitation and developmeatal growth in the
children to allow them to live in their comrmunities instead of being instimtionalized.

The framework for Children Come First of Dane County has been established by the Children Come First
Act. which was passed in the Wisconsin 1987-1989 Budget Act. The act creared a new section of the
Wisconsin statuies, 4656, and added amendments to other sections of the stattes.

The zct prescribes how to develop a coordinated system of care in which multiplc agencies work together
10 help children and families with multple needs.

The act also authorizes public educational and human service agencies to coliaborate in planning and
providing services and directs the Department of Health and Family Services to provide sechmical
assisiance and statewide coardination for Children Come First programs throughoat the state.

Through the Children Come First of Dane County program, everyone who has a role in helping the
participating child comes together to develop the child’s plan. This includes both formal support
providers, such as teachers. doctors. social workers, and psychologists, and informal support providers,
such as family members, foster pareats, and other individuals who play an impoctant role in the child’s Kfe.

This group approach to developing the child’s wreatment plan helps facilitate agreement about the
appropriate treaymeat for the child and what each member’s responsibility is in providing tha: weatnent.

The result is coordinated, consistent treatment tailored to the child’s and family needs. a goal which is
difficult to achieve if each agenty is developing its own separate treatreent plan for the child.

By including informal suppon providers in the development of the child’s reatment plam, the program
aims to énsure the family’s needs are represented. Ap added advantage is tha informal sapport providers
will be able to offer continucd support and guidance to the child afier completion of the program.

Unlike many other behavioral mental health programs, Children Come First of Dmme County provides
individualized, family-driven care based on the child’s and family’s strengths. The program uses the
“wraparound™ philosophy of care described in the Children Come First Act.

The wraparound philosophy stresses the need for services 1o be based on the specific needs of the child and
family rather than op predetermined service slots. This philosophy also grants the use of flexible, non-
categorized funding to obtain unique but necessary services for the child and family, such as in-home
assistance or recreational and mstructional activities, that cannot be paid for through categorized funding.
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An important aspect of the Children Come First of Dane County program is that it is one of Wisconsio's
first behavioral mental health programs to successfully operate under a managed care system. Children
Come First of Dane County has operated under a full-risk managed care system since 1994.

The current monthly capitation rate of $3,500 per child comes from a combinstion of soerces, including
the Department of Health and Family Services, the Division of Health, and the Dane County Department of
Human Services.
The funds are used 10 subcontract for all necessary mental heslth, inpatient bospital, geacy care,

tpaticat therapy. residential reatment, therapeutic foster care, case aide. and in-home treatment services.

Although the program is costly, it is much less expensive than institutionalization, and the results are much
beuter. The program has saved an estimated $96,900 in 1994 and $118,600 in 1995. In addition, since its
—inception in April 1993, the program has produced the following results:

-~ An89%%d in the delinquency rate of participating children.

«  Arae of over 60% of children who arc able (o live in the community cither independeatly or with
families upon completion of the program.

- An average of 15% improvement per partciparing child os the child and family behavioral functioning
seale.

= An over 90% sausfaction rate among families with the support received through the program.
+ A decrease in the average monthly inpatent hospital .st:ys per child from 3.3 days to .8 days.

Says Eleanor McLean, who oversees the Children Come First of Dane County program as Section Chief of
the Child and Adolescent Unit of the Bureau of Community Mental Health (within the Division of
Community Living: DHFS), “This wraparound process has proven invaluable in serving children with
severe emotional disabilities and their families. Ik meets the Departunent’s goal of keeping families together
and children in their home community.” -

Currently, Children Come First of Dane County is serving 125 children. The enrollment capacity is 160
children. .

Children must meet the following eligibility requi to participate in the progr

hild

» Beage 17 or younger. (Howe\'gr. ‘may in in the program tkrough age 18.)
+ Be aresident of Dane Couaty.
< Have at least one severe emouopal disorder.

- Be at imminent risk of pl in a residential o center, psychiatric bospital, child caring
institution, or juvenile correctianal faciliry. <

Reprinted with permission ﬁom the February 1997 Forward newsletter.
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Wraparound Milwaukee saving dollars,
improving outcomes

Many Milwaukee County children with )| ionsl, behavioral, and mental health care needs are
receiving quality, mdxwdnahudmca.lnomgthmwhvemmmbamzmmnnmmdofm
institution, through the Wraparouvnd Milwaukee program.

Wraparound Milwaukee is a behavioral raenta] health managed care program serving Milwaukee County
children under age 18 who meetthe following qualifications

= Have a current diagnosable mental bealth disorder.

«  Are involved in two or more Milwaukee service systems, incloding the mental health, child welfare, or

. juvenile justice systems.—

* Have been identified for out-of-home placement in a residential treatmeat center, of could be xeuxmed
from such a facility with the availability of wraparound services. :

ummmusxsmmemwpmchanedW"msamm&hdmsw‘mhcm
services a family really needs to care for their child, to identify the p 1 ity, and professional
resources available to meet those aceds, and 1o “wrap” the services around the child and family. This
wraparound approach individualizes care rather than wying to fit 2 child into an existing service slotnot
specifically tailored to the child’s needs.

Medicaid ged carc children who meet the qualificarions to participate in Wraperound Milwaukee are
exempted from HMO earollment and receive medical care through Medicaid fee-for-service during their
partcipation in Wraparound Milwaukee.

“One of the nicest things about wraparound,” says Ron Rogers, program sapervisor of the care
coordination program at St. Charles Youth and Family Services (an agency that provides wraparound
services), “is that the family has a huge input into the child’s plan of care.”

Families enrolled in the program build a support team, which may includs supportive people such as

extended family members. neighbors, important teachers, and frieads, along with professionals such as care

coordinators, therapists, and probation officers.

“Ideally the team is made up of whoever the family wants on the team,” says Rogers. “What's really aeat
about the whole wraparound process is that the team determines the child's treatment needs and the best
way to meet those needs,” he says.

Based on the child’s and family” ssucngthsnndneeds,d:eteamdcvelopsthephnofmwhmbdmws
upon existing resources available to the family as well as the sexvices avaflable through Wraparoand
Milwanket.

The services available through Wraparound Milwaukes include:

« Intensive In-Home Treaunent
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* Day Treaunent

~ Treatment Foster Care.
= Medical Support.

. Oﬁtpatiem I'haa;>y.

= Meatoring.

+ Respite Care.

» Crisis Beds.

« AODA Services.

« Special Therapies.

= Transportation

+ Job Training/Placement.

The program also provides care coordination services through both coatracted xgencxs and through its
own specialized care coordimation unit called Stride, which combines care coordination with in-home
therapy. In addition, there is the Mobile Urgent Treatment Team, which provides crisis interveation
services.

Funding for Wraparound Milwaukee comes from three main sources:

« A $15 million federal grant from the Center for Mcninl Health Services. Tho grant was awarded in 1994
and is being used over a petiod of five years. This year’s amount is approximately $3 million.

= A case rate of $3,300 per moath per child paid by Milwankee County's child welfare depertroent.
* A Wisconsin Medicaid cap rate of $1,400 per month per Medicaid-eligible child.

Curreatly, Wraparound Milwaukee bas 270 children enrolled in the program (approximately 75-80% of
them are Medicaid eligible). Says Wraparound Milwaukee Project Directar, Broce Kamradt, the goal is o
raise the enroliment to 400 this year.

CE TR 1

The program has proved successful both in saving money and improving Whereas ia]
weamment costs around $5,000 per moanth, per child, nos including the cost of addirional pecessary mental
bealth services, Wraparound Milwankee provides comprehensive meatal bealth care for less than what the
cost of residential reatment alone would be. ’

The outcomes are bener. wo. According to Rogers, in relation to achieving improved outcomes, .
instimtional care often does not fully prepare a child to returp home. Wraparound, however, helps children
develop their social competencies so they learn how to interact positively with their families and other
people in their communities.

Steve Gilbertson, & psychologist with Wraparound Milwaukee, also agroes that outcomes through

‘Wraparound Milwaukee tend to be betier than through residential “Residential treatment usually .
relies on external structure 1o improve a child’s behavior, but Wraparound helps a child learn self control.”
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Another positive outcome of the program has been the dramatic decrease in inpatient psychiatric care for
these children. A recent report shows a 44.5 % decrease in Milwaukee County’s child and adolescent
psychiatric inpatient bospital stays. Accarding to Kamradt, “That’s the result of wraparoand services such
as the Mobile Urgent Crisis Team, which provides crisis intervention services to children and families and
intervenes in sithations whezre the childrea might otherwise be removed from their homes and hospitalized.
Our Mobile Urgent Crisis Team now reviews all prospective inpatient hospital admissions of children and
adolescents at Milwankee County's child and adolescent treatment ceater.”

Wraparound Milwaukee uses the same wraparound approach used by the Childrea Come First of Dane
County program, featured in the February 1997, issue of Forward. Both programs have beea successful
serving children with scvere emotional and behaviaral meatal bealth problems.

One obvious difference betwoen the two programs is that Wraparound Milwaukee serves Mitwaakee
County residents, whereas Children Come First of Dane County serves Dane County residents. Anocher
significant difference benveen the programs is that Wraparound anmkze BTun dn'ecdy by Milwaukee
County, whereas Dane County contracts with & nouprofit organi C y Care Manag; o
administer part of its program. (Cc ity Care Manag also provides sorne administrative support,
including Management Information System services, to Wraparound Milwaukee.)

Project Director Kamradt says he is encouraged by the success of Wreperound Milwaukee and bopes o
increase enrollment so more childres may be served through the program. “Our strategy is 10 reinvest the
dollars saved by using less institntional care inio increasing Wraparound Milwankee's capacity to serve
more childres,” he says.

Anyone interested in leaming more nbo;n ‘Wraparound Milwaukee may contact the Wraparound
Milwaukee Project office at (414) 257-7586 for more information. <

This article was reprinted with permission from the July, 1997 Forward newslener.
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Profile of a Wraparound child

Following is a description of a child currendly participating in the Wraparound Mitwaukee program. Marny
of the details of this case have been changed 10 protect the identity of the child and family.

Fificcn-ycar-old Marie (ot her real name) was referred to Wraparound Milwaokee by her Mm officer
in Novembor 1996.

She had been living in a residential treatment center for six months, but had been recently discharged .
because she bad stolen a car. She was then in juvenile detention, on the verge of being seat to the stae
juvenile correctional facility.

Marie had a long bistory of delinquent behavior, including involvemeat in gang activity, problems with
substance 2buse, and expulsion from school.

Upon referral to Wraparound Milwaukee, a clinical psychologist with the program conducted an -
asssssment of Marie and her family. Based on the assessment, he deteomined Marie could beaefit from
Wraparound services, and recommended her for Wreparound Milwaukee carollment. Her earollment was
approved by the juvenile court.

At that point, the psychologist became the care coordinator (the one respoasible for coordinating care) for
Marie's case. He and other members of the ‘Wreparound in-home treatment team begnn working with
Meri¢ and her parents to help mend their broken relationships.

The care coordinator helped Marie and ber parents assemble a support team, consisting of Marie and her
parents, the care coordinator, 2 child psychologist, represcatatives from schoal, trestment providers, family
friends, and Marie’s probation offices. )

Through wmeetings together, the tcam developed a strength and noed-based plan of care which drew from as
nany resources already available to the family as possible.

Marie’s pian of care also made use of Wraparound services, such as mentoring. Marie was matched up
with 2 22-year-old female mentor who spends 15 hours per week with Marie. They go to museums, coffee
houses. parks, etc.

The plan-of care also required Marie to return 1o schook: Since she had been expelled from the pablic

school, the team chose a private alternative school for her o antend. Negotiations resulted in her public  -———

school district paying for her alternative school tuition and transpartation.

B Marie is musically inclined and expressed an interest in playing guitar, Wraparoand also arranged
for guitar lessons for Marie twice a week. This ectivity belps build Meric's confidence and encouragﬁ her
in pursuing her posmve interests.

Currently, Marie and her team are working oo & drug relapse prevention plan. Marie is learning 0 manage

her drug cravings and to recognize unhealthy/high risk situxti Random drug screens bave shown her 1o
be drug-free for several months. -
Her relationship with her p has improved. She is living i home, going w schocl. and maintaining a

B-/C+ grade average. This is a big improvement. as she bad beea faiting school prior to ber enrollment in
‘Wraparound Milwaukee,
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Although Marie’s initial costs in the Wraparound program were higher, the total cost of ber current
wraparound services is around $1,500/month. This covers the services of the care coordinater, psychiatric
medication management, in-home individual and family therapy, mentor, and guiter lessons. In contrast, if
" Marie bad beea scat to jail, or had remained in a residential reatment center, the cost of institutional care
alone would bave run around $5,000/month, not including the cost of additional meatal bealth treatment
services. &

This article was reprinted with permission from the July, 1997 Forward newsletter.
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CCE helps frail elderly keep
independence

Note: In the January issue of Forward, we briefly outlined the Program for All-Inclusive Care for the
Elderly (PACE) and Wisconsin Partnership Programs (WPP) operating tn Milwaukee and Dane cownrl
This article takes a closer look ar Milwaukee Couwnty’s Community Care for the Elderly (CCE) and ks
PACE replication.

Frail older persons in Milwankee County have access to a unique program which provides for their long-
term health care needs. This program is called Community Care for the Eldexly, ar OCB, which replicates
the PACE modcl, a managed care system pioncarod by On Lok Systems of San Francisco.

CCE is a voluntary alternative to nursing home care for frail semiors-who wish to remain indspendent. The
. program targets frail seniors whose physical and/or meatal states make them eligible for nursing home

placement. CCE program partcipants attend an adult day healih ceater and receive comprebensive

medical and social services while living in the community. )

Community Care Organization (CCO), & privaie noa-profit arganization in Milwankee, began op

CCE in 1990. CCE also operates WPP, a program for frail elda'lypu'&onsmdmoeemlhdmbihues who

would normally be placed in a nursing home or institution.

A distnctive feature of CCE is the mult-disciplinary team that coordinates the bealth of each participant.
Members of CCE's multidisciplinary team work together to meet all the needs of the individual The
individual or family never needs 1o negotiate services with multiple providers and practitioners; the team
takes care of everything. And becanse CCE caregivers have daily contact with earollees, they can detect
any subtle changes in condition and modify the individual’s treatment plan accordingly.

Many of the services provided at CCE are provided at the program’s adult day health ceaters. Participants
in the program geaerally attend a day health center at least once per week In addition to receivisg health
and social services, CCE's 340 PACE participants enhance their social life by joining a wide variety of
actvities offered at the center.

Services at CCE's adult day health care ceaters inchude the following:
* Breakfast
+ Lunch.

* Daily exercise. ™
- Medication administration.

- N .D. jon and ..q

« Personal care assistance.

« Primary medical care.

« Psychasocial counseling and support.
» Recreational activitics.

« Social services. V

= Transportation.
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CCE’s staff consist of a variety of professionals dedicated 10 working with elderly individuals. Team
members who serve at CCE's adult day health centers include the following:

» Actvity coordinators.

- Center supervisor.

+ Dietary personnel.

+ Medical records persanael and medical assistants.

« Nurse practitioness.

+ Personal care workers.

» Primary care physicians.

- Registered purses.

= Rehabilitation therapists. )

« Social workers. R

“We provide about 50 percent of the home care [for participants] and coantract for the rest,” said CCQ's
Chief Executive Officer Kirby Shoaf. *“We glso contract for specialty physician services, hospital servmes, ;
nursing home services, about 40 percent of our transportation, and many other services.”

To be eligible for the CCE program, participants must be at least 55 years old, bave long-term health care
needs, live in Milwaukee Couanty, be Medicaid and/or Medicare cligible, bave potential for ining in
the cox ity with assi and agree to receive all services from CCE or providers approved by CCE

Funding for CCE comcs via monthly capitation payments from Modicaid and Medicare for all eligible
enrollees. Most participants who qualify for both Mcdicaid and Medicare pay nothing for the program.
However, those who qualify for just one of these programs, or who fall intwo certain special categories, pay
8 portion of the premium. These funds are then pooled together 10 achieve maximum efficiency and
flexibiliry in care planning.

Medicaid pays CCE a monthly, per-person capitation rate of $2,132 for PACE, while Medicare pays a
monthly rate of $1,039. In return for this monthly premium, CCE is fully responsible far the physical,
psychological, and social care of each patient.

Nationally, Medicaid capitation payments to PACE sites yield states a S-15 percent savings relative to their
fee-for-service expenditures for @ comparable nursing-home certified population. Beyond these savings,
PACE offers policy makers 2 more comprebensive and less costly altemarive to constructing new narsing
home beds.

Because PACE is a managed care model that cnrolls only frail older persoas, assuring exrollees’ quality of
carc is extremely important. In 1993, the C ity Health Accredi Program reviewed five PACE
sites and found the quality and coordination of enrallee care to be “exceptonal.” In 1995, the National
PACE Association reczived a grant from the Robert Wood Johnson Foundation o develop standards and
an acereditation mechanism for PACE.

CCO is a not-for-profit nonstock corporation which provides the folowing programs in addition 10 CCE:
Grandfathered CCO Demonstration Program, Comprehensive Community Care Program, Manitowoc Case
Management Program, Elder Abuse Reporting System. Elder Abuse Direct Services, end Care Consulting
Services.

Over the past four years, the CCE program has experienced an average anmnal growth rate of 36 percent
and has nearly quadrupled in size, %

Reprirted with permission from the March, 1997 Forward newsletier.
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Elder Care Partnership serves elderly,
individuals with disabilities -

In most capitated managed care programs, the eorollee must choose a physician among those associated
with the ged care organization’s network. While this limitation may not pose a probiem for most
carolices, it can be hard on the elderly and physically disabled, many of whom have scen a certain provider
for many years and have chronic medical probleros and multiple diagnoses.

Elder Care of Dane County, Inc. offers 2 solution t this problem. The Elder Caro Parnership program,
which began in January of 1996, offers earollees the many benefits of a managed long term care program,
yet allows them to retain their primary care physician. This program is besed on the Wisconsin Partnership
Program (WPP) mode] developed by the DHFS, Elder Care of Dane County, the UW School of Nursing.
and Access to Independence.

Tbe Wisconsin PmnershipProgrunis'volunmy and mclsdwﬁwﬂdda{ymdpeoplewidtphyu?d

disabilities. Thewomminwgmmhahhmdlongurmmmppmm_md inclodes home and

community-based services, physician services, and all other medical care. The program targets those who -

are nursing-home eligible yet who would ke to remain in their homes. .

A key element in tthlduCaréParmuwhippmgmis!hetum—bandzpprmchmmmagemenL

Four core team members coardinate care for sach Parmership earollee. Mmmunbuimdzhm

primary respogsibilides are cutlined below:

. hinnqCarePbyﬁdan-&oﬁdspﬁmnybulmmnd_mpaﬁnsaﬂMnlhwandw
performed by the purse practitioner. . - R

- Nurse Practitioner - Cond participates in care plan development, monitors ongoing
linical status, ds immediately to acuwe care problems, provides participant/caro-giver education,
mdscunsthehmsonbeweenmpnmnrympbysmndmerwof&em

» Social Worker - Conducts psychosocial and i -ssawnens.m:nxgesn{mals.counsals.and
coordinates community services.

- Hame Care Nurse - Conducts assessments of functional limitations and sefcty issues, and supervises
personal care workers in the bome. '

The eighty-plus individuals who are currently earolled in the Elder Care Parmership program have an
average of eight chronic conditions and take an average of six medications. “We try 10 manage their
symptoms in such a way that the person can be cared for in the community, despite these medical
conditions.” Elder Care’s Executive Director Jim Kellerman said. .

Those eligible for Elder Care Partnership include frail elderly and disabled persons who are 55 years or
older, live in Dane County, have chronic medical conditions, need assistance 1o stay at bome, and are
financially eligible. -

Elder Care of Dane County is responsible for all daily adruinistrative and cuniﬁlaspeas-ofmdu' Care
Parmership, including maintaining contracts with all participating physicians and other providers, thus
offering 2 full scope of health care and long-term suppart sexvices.
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At the curreat time, there is no accredita-tion process for WPP. “Our program is now evolving the

_ standards; we are acting 1s nhbworyzoﬁgnnou!whnmenndzrds(ofmdiuﬁnn)_:hwldbe,'
Kellerman said. *“Currenty, we have a vigorous Quality Improvement/ Quality Assurance plan which wo
implement”™

Funding for the Elder Care Pxrtoerthip progrim comes from Medicaid, which peys Elder Care Partoesship
95% of what it costs to serve a nursing home-¢ligible scnior in a fee-for-scrvice environment Enroliecs

keep the first $600 of this Medicaid capitation for housing costs, and the remainder of the fes is used for X
each earolice’s care. Under Medicaid fee-for-service, Elder Care Parmership coordinates in- and outpaticat

hospital, lab, x-ray, aad home bealth services. The Parmership-team akso ges all of the Medi

funded services, which at this time remain feo-for-service: in 1998 these Modicare funds will also be
capitazed.

Elder Care Partnership is a collaboration between Elder Care of Dane County and the Wiscoasin
Parmership Program. Elder Care Parmership is admini d by the Wi in DHFS under a Wisconsin
Medicaid Program cootract. & )

Reprinted with permission from the April, 1997 Forward newsletter.
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Milwaukee County residents with
disabilities rely on | Care

Medicaid recipieats with disabilities in Milwaukee County now have a navigator to guide them through the
waters of maoaged care. That pavigator is I Care.

1 Care, or Independent Care, has been operating since 1994 when the Deparunent of Health and Family
Services reccived a Health Care Financing Administration research and demonstration grant to begin a
project w help developmentally disabled Medicaid recipients.

The I Care program provides coordinated medical and social services !o_peoplz with disabilities who live in
Milwaukce County. Services are arranged for each recipicnt by a care coordinator, The care coardinator
helps each recipient do the following:

« Choose a doctor and hospital.

+ Find appropriate medical care.

- Find services after a hospital stay. -

» Sign up for social services.

» Fiod commupity services. .

1 Care members receive the same ruedical services as those covered by Medicaid. In addition 1o these

services, I Care offers recipients the following:

+ A Care Coordinator: This individual wotks to get the member and his oc her family the services they
nced. -

- A Primary Care Doctor: Primary care doctors are chosén for their knowledge of, and desire to work
with, persons with disabilides. .

- Hospital and emergency services: Each member’s eare coordinator or physician arranges hospital stays.

Wellness Programs: 1 Care offers programs to help members stay bealthy and a newsletter with health
advice and program descripgons.

+  Social Services: Members may access social services via their care coordinator. This coordinator helps
the member find the services he or she needs. )

In addition to standard medical services, care coordinators can help members arrsnge deatal and eye care

appointmnents, mental health, aleohol, and drug abuse treatment, pharmacy services. medical supplies and

equipment, bomecare services, nursing home and hospice care services, and transportation.

Care coordinators cotlect base line data to support program effectiveness, conduct a needs

within 30 days of caroliment and help the membcr sclect a primary care physician. The care coordinator
can also approve or disapprove certain services (for example, ER. visits) based on medlcal necessity.

Those eligible for I Care include people who receive Suppl 1 Security 1 and Medicaid under
Medical Stams eode 21, who live in Milwaukee County. and who are at least 15 years old.

For more informartion about I Care contact Mike Fox at 608-266-7559.<
Reprinted with permission from the December, 1997 Forward newslenzer.
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PACE/Partnership programs guide
long term care

Two Wisconsin Medicaid programs are serving as forerummers in the state’s long term care redesign plang.

The PACE and Wisconsin Parmerskip programs, while shering similar goals and target groups, are two
dxsmammagedcmmmmuwekmmndemmpehmnwmwmtﬁhuaiym&hdwase
of the Wisconsin Partership Program, the physically disabled.

PACE stands for Program for All Inclusive Care for the Elderly. The program begas in 1990 in Milwaukee —
under the name Community Care for the Elderly (CCE) and expanded w incinde Elder Care of Danc

Couaty in 1995. The PACE program is a congressionally authorized replication of the managed care

system pionezred by On Lok Senior Health Services of San Francisco, CA. On Lok is a nationally

recognized program for frail elderly persons.

The Wisconsin Partaership Program (WPP) began when the Bureau of Long Term Support within the
DOH, DHFS, was awarded a grant by the Robert Wood Johnson Foundation in 1994. WPP is 2 model nsed
10 provide services for the frail eldexly and persons with physical disabilitics. Carrendy, there are three
active WPP agencies in Wisconsin. These are Elder Care of Dane County in Madison, which began
operating WPP in February of 1996: Community Care for the Eldedy in Milwankee, which began
operating in May of 1996; mdAecsstolndq)endenoeinMMwmd:bogmopmuWP?mlhc
sumuner of 1996.

Boﬂlprogzamsarevolunnrymdmd&agnedmmvxdc&u]dddypamm(ndmmcmofWPP
persons with disabilites) with the support needed to avoid being placed in a nursing home. Both programs
accomplish this goal by coardinating local medical and social services. _

Coromunity Care for the Elderly, Elder Care, and Access to Independ have with the
DcpanmcmoanlthmdFaﬂyS«wwwmmMﬁwdmwmwmmM
opmwnhcapmmdﬁmdm,.bmrcmbmsesomampanmundhospzﬂmhbmﬂx«yfe& md
home health services on a fee-for-service basis. &

Reprinted with permission from the Jarary, 1997 Forward nawsletter.
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Ms. CHRISTENSEN. Thank you.
I think Jane is going to tell us about some of the other States
and what they are doing.

STATEMENT OF JANE HORVATH, DIRECTOR OF MEDICAID
PROJECTS, NATIONAL ACADEMY FOR STATE HEALTH POLICY

Ms. HoORvVATH. I am going to take probably a more shotgun ap-
proach to this issue this morning. I appreciate the opportunity to
be here, and thank you for inviting me.

The National Academy for State Health Policy is a nonprofit or-
ganization based in Portland, ME. We receive most of our funding
through foundations and do work with specific States around is-
sues. We have done a lot of work around enrollment of elderly and
disabled populations into Medicaid managed care programs for a
number of years, and I myself am working on a project with an-
other very special population within Medicaid, which is foster care
children enrollment into Medicaid managed care. I am working on
a Cummings Foundation project specifically with five States, build-
ing interagency teams, to look at how best to do this for I think
what is arguably the most vulnerable of generally vulnerable popu-
lation of Medicaid clientele.

I want to just give you some background, and I really wanted to
zero in on special needs adults and children within Medicaid and,
in our experience, the things that States have to consider, I want
to give some brief examples of how States have approached the
issue of Medicaid managed care and vulnerable populations.

I have some handouts with charts that I'm not going to go into
detail on, but just reference.

Our records show that as of January of this year, there were 26
States that were enrolling elderly and/or some portion of disabled
populations into risk-based Medicaid managed care. I think what
is most important to keep in mind when you think about this popu-
lation and you think about what States are doing is to understand
that currently, of the 38 risk-contracting States, that most Medic-
aid managed care programs as of yet do not integrate long-term
care or long-term support under a capitated program, which be-
comes a crucial aspect when you are talking about children and
adults with special health care needs.

Concurrent with that, the other important caveat to keep in
mind is that most Medicaid programs, whether or not they are en-
rolling elderly and disabled, do not integrate Medicare into their
system of care. It is an extremely difficult thing to do. It is not for
lack of desire on the part of State Medicaid agencies, but that’s an-
other whole issue of politics and policies. You need to keep in mind
because both of those caveats when long-term care services and
supports are not integrated, people have to walk through at least
two systems, and it can create cost-shifting incentives that did not
necessarily exist in the fee-for-service system. When Medicare is
not integrated, it can certainly create cost-shifting incentives that
did not exist under fee-for-service.

So we try to keep these things in mind when we are thinking
about enrolling special needs populations, elderly/disabled adults
and children, into Medicaid managed care. These issues are not




239

necessarily relevant to the AFDC population. So it is a new set of
issues for States that they are attending to.

In this packet, which thope you all ﬁave, by way of background
information, I have put together a chart on the state enrollment
carve-out policies. The chart shows that most of the States are not
enrolling these populations. There are a number of States that ac-
tually prohibit enrollment, whether their program voluntary or
mandatory, of a variety of special needs populations: the dually eli-
gible receiving home and community-based long-term care services,
people receiving institutional long-term medical, children in foster
care, and subsigized adoption. .

There is another chart that you might want to look at concerning
the eligible population, and which is demonstrative of some of the

oints that I want to bring home today, about the connection to the
ong-term care and the service support system. There is a chart in
here that shows the number of States that are enrolling dually eli-
gible persons; whether that enrollment is voluntary or mandatory;
and the linka%e of the health care system in which they are en-
rolled to the long-term care system. So you can see that some
States are ahead of others in creating that linkage, but all States
have got to address that linkage in one way or another. This high-
lights how they do it. :

I have another chart in here about the number of States that are
enrolling elderly and adults with disabilities. The States that are
enrolling children with disabilities are not included in this chart
but they are few in number. This chart gives you a view of some
data we collected on a survey that we di%l which captured the ex-
tent of mental health coverage under a risk contract, the extent of
nursing facility coverage, and the extent of home health coverage
under risk contract. So you can see, again, what the connection is
between these other services and medical care for special needs
populations.

I also want to turn your attention briefly to a list of the kinds
of issues that States need to consider as they look to expanding
risk-based contracts and to include these populations. I purposely
left rate-setting off of this list. I felt fairly certain that that had
been covered somewhere before in these forums; it always is.

Ms. CHRISTENSEN. We will probably do a hearing on rate-setting
and a couple other big issues.

Ms. HORVATH. The first issue, I think, outside of rate-setting that
States need to consider is coordination of services across systems.
The special needs populations are dealing with a variety of service
systems: long-term care, school-based systems for children with
special educational needs, case management. So many of the spe-
cial needs population adults and children are working in multiple
programs with multiple case managers. State program policy needs
to consider this fact and decide how it should be handled as the re-
sponsibility of the HMO or not.

Also, I would like to mention the State of Utah and their foster
children enrollment in Salt Lake City. How they have addressed
this issue of case management is they have a case manager outside
the HMO. They do not require the HMO to coordinate services, but
they have an outside case management nurse for these children
who coordinates their health services within the HMO, does the fol-
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low-up and whatever else needs to get done to make sure that
these children are accessing medically appropriate services. Also,
that nurse case manager coordinates the rest of the services that
the children need and receive. The nurse case management role is
being extended to include all the mental health services as well. I
think that’s a very interesting idea of taking it out of the HMO.

The other issue that becomes significant in program design, is
the Medicaid funding and who is responsible for what. It has been
a real eye-opener for the Medicaid sister agencies in many States
to learn or realize, extent to which they are reliant on Medicaid
funding for their services, including Part H, IDEA, mental health
system and what it may mean. It really becomes a real threat if
Medicaid includes that funding in an MCO capitation and moves
those services outside to an MCO. How this funding/capitation
issue is handled is typically through negotiation. Medicaid agencies
need to be very sensitive to the potential effect of pulling all of
these service dollars out of different agencies and handing them
over to the HMO.

I am going to turn next to the issue of physical access which be-
comes a big issue in the context of special needs populations with
disabilities. States have learned—Massachusetts springs to mind
right away—that they really ought to make sure their HMOs or
their MCgs meet physical access standards for the doctors’ offices
in their network. In {'Iassachusetts I believe physical access is ac-
tually part of their quality assurance and their onsite monitorin%.
They go out and check for physical access now that they are enroll-
ing special needs populations.

Network composition can be different when you enroll special
needs groups. There is the standard issue of number and type spe-
cialists, but also States can consider if there are generalists experi-
enced with treating the populations being enrolled. Pediatricians
who are familiar with the foster care caseload, for instance, come
to mind. Children in foster care are different than non-foster care
population of AFDC children. Even though you need pediatricians
in any network, you may need or want providers who are familiar
with the foster care caseload and how to treat them if you enroll
this group. So network composition standards ma change.

Wisconsin has some contract language around this composition
issue, and I think States are evolving in their thinking. Maryland,
I understand, has some very good regulations on what they are ex-
pecting of their contractors in terms of provided expertise—and not
necessarily specialization, but expertise and familiarity in treating
the foster care caseload.

In regard to covered services, I think a definition of medically
necessary and appropriate services becomes far more important
when you are talking about enrolling these populations than it
heretofore has been for States. There are a lot more potential gray
areas than with the AFDC/TANF population. The fundamental
issue is who is responsible for providing and paying for what.

I also wanted to just say, too, one way states have sought to ad-
dress issues of network composition, assuring access, and provider
expertise or specialty in certain conditions is to encourage forma-
tion of MCOs which are the traditional providers for this popu-
lation of people with special health care needs. William talked
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about including these specialty providers, or community and tradi-
tional providers, in MCO networks, and other States such as Rhode
- Island are actively encouraging the formation of the traditional
providers into a risk-taking entity itself. Encouraging formation at
MCOs among traditional providers creates another whole set of
considerations that, during the question and answer period, maybe
we can get into.

I think the other thing that enrolling special needs groups brings
to the fore is the need for a lot more interagency collaboration at
the State level. Maryland has talked about that; Barbara men-
tioned how they are working. What she didn’t mention is how
much they are working with the Department of Social Services
around the enrollment of foster care children. State agencies should
collaborate on program design to determine what services are in,
what services are out—and how to shape the quality oversight sys-
tem by drawing on the expertise of sister agencies that have been
caring for these populations and overseeing the service providers
themselves, where Medicaid has not had that role before.

Another important issue is outreach and education. States are
taking different approaches to this varying population of special
needs adults and children that is very different than how they
work with their AFDC population.

A specific example is Oregon, which hired a contractor that they
no longer use now that the program is up and running and there
is general familiarity with it in the different communities. But they
hired a contractor who specifically charged with going out and edu-
cating the community and community representatives and helping
people make a choice of managed care plans. Ultimately, the actual
enrollment of these people hag to go through the State to be effec-
tuated. That contract has since terminated, but it was very specific
around SSI-related populations.

Tennessee has a contractor whose [inaudible] got a little nutty
given the startup of TennCare and the great need, but is now being
moved back to its original purpose. It is a hotline essentially, kind
of a grievance and complaint, not an ombudsman, but a grievance
complaint resolution community outreach hotline specifically for
SSI-related. Those are the people who get the number. It was
TennCare’s way of acknowledging the specific need around finding
doctors who will treat various special needs, enrolling populations,
et cetera.

Oregon, again, has an ombudsman program that is only for SSI-
related populations. It is a very specifically tailored program for a
specific population, addressing very specific needs.

Maryland and Florida are the States I am aware of—I think that
there are others now—that have done very specific outreach to fos-
ter care parents, foster care caseworkers, and foster care institu-
tional providers about how managed care works, what it means,
how you enroll, how Kou disenroll, and how to work with the sys-
tem. This outreach has occurred county by county across each
State, meeting by meeting, outreach programs, these States felt it
was the type of effort really was important to make the system
work for t{n‘;se kids, and because the folks who care for these kids
need to really know how to access and use the system.
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Other foster care special arrangements around enrolling foster
care children have some applicability to thinking about the issues
of special needs groups. In Oregon, they allow &e Department of
Social Services caseworkers to be the responsible party for enroll-
ing these children in the appropriate HMO, or making the decision
not to enroll these children, so that when these chﬁdren change
placements, it is the caseworker responsible for their case who ac-
tually goes into the computer and does that chanFing enrollment.
This way, there is no lag time, which can actually be a very big
problem as these children’s placements change, as_they frequently
do, making sure that their medical home moves also in an as ap-
propriate and quick a manner as possible.

On the quality assurance side, there is a project going on in Con-
necticut looking at encounter data from an HMO and running re-
ports along the lines of EPSDT, early periodic screening, diagnosis
and treatment, for children, and they are turning most of the re-
ports back to the Medicaid a%ency, to the HMOs. They are going
to have a tickler system in place for children who have not seen
a provider according to the periodicities. A subset report for chil-
dren in foster care is also produced and sent to the child welfare
agency.

We think it is most important [inaudible] out of that specific re-
port on foster care kids of the special needs population that de-
serves special looking into. It is what they alluded to, having a
quality assurance system that does sampling. I don’t believe that
this is a sample-based thing; I think it's an encounter-based system
that is not aggregated ultimately in the report. So that it can be
done, and I believe the reports go to the HMOs, but I know they
go to the Department of Social Services for follow-up with the case-
workers, so that the caseworker stays involved.

So I think that there is a lot going on out there. I think in terms
of the State of the States, the State is [inaudible]. [Inaudible] be-
cause these are very high-cost populations. They remain generally
out of the Medicaid managed care risk-based programs since their
inception, and States are now turning their attention to them, and
they are learning as they go along, as they kind of always have;
they are learning from each other. I think we are going to see a
heck of a lot of evolution in every component and aspect of Medic-
aid risk-based contracting for these populations in the next few
years. There is going to be a lot of innovation to try.

[The prepareg statement of Ms. Horvath follows:]
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As of January 1997:

26 States enrolled elderly and disabled into risk-based
Medicaid managed care .

but
Most Medicaid programs do not integrate coverage of Long
Term Care or Supports
' and

Most Medicaid programs do not integrate Medicare into the
risk-based health care system

National Academy for State Health Policy, 1997
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Enrolling Special Needs Populations
in Medicaid Managed Care  —

Considerations:

1) Coordination of services across systems
case management -
special education system services (IDEA, Part H)
long term services and supports system

2) Medicaid funding -- who is responsible for what?
mental health
education system —
MCH

3) Assuring access
physical access
network composition of specialists and others with appropriate
experience
necessary covered services

National Academy for State Health Policy, 1997
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Enroliment Carve Out Policies as of 6/96

Category # of States Prohibiting | # of States Permitting
Enrollment: Disenroliment:
Dually eligible 21 5
Receiving home/community 19 3
based long term care/services
Receiving institutional long term 28 7
care
Receiving long term community- 6 3
based medical services __
Receiving fong term mental 12 2
health services
Foster Care Children 16 _
Special Needs Children
Special Needs Adults n/a
Subsidized Adoption na 5

There were 38 states with risk-based Medicaid managed care programs as of 6/96:
1 Applies to either mandatory or voluntary enroliment programs
2 Applies to mandatory enrolilment programs .
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Medicaid Managed Care Program Characteristics
in States Enrolling Dually Eligible Persons

in Health Programs

State | Medicaid DE Enrollment | NF or LTC Service covered Connection to LTC Service System
Policy? Under Risk
AZ Mandatory wnLTC LTC system is risk-based and comprehensive &
. linked to acute care system
CA Voluntary in all but 5 counties | limited NF, LTC capitated by in all but 3 counties, disenrolled from risk after
state in 3 of 5 mandatory cos 60 days NF care
[o0] Voluntary Limited NF/no LTC L.TC on FFS, remain in HMO for health
R Voluntary 6 months NF/no LTC disenrolled from risk after 6 mos NF
GA Voluntary no NF/no LTC disenrofied from risk if enter NF
M Voluntary no NF/no LTC disenrolled from risk if enter NF
Mi Voluntary no NF/no LTC disenrolied from risk if enter NF
MN/ Mandatory no NF/some home based care LTC on FFS, remain in HMO for health
PMAP
MN/ Voluntary 6 mo NF, and HCBC2 after 6 mo NF: LTC on FFS, remain in HMO for
MSHO health
NV Voluntary LTC up to $10000/individual disenrolled from risk if cap is reached
N Voluntary no NF/no LTC disenrolled from risk if enter NF
NY Voluntary no NF/no LTC disenrolled from risk if enter NF
OR Mand. (Vol. for some DE) Limited NF/no LTC LTC on FFS, remain in HMO for health
PA Mand/Vol by geography Limited NF/no LTC disenrolled from risk after 30 days NF
™ Mandatory no NF/no LTC LTC on FFS, remain in HMO for health
ur Mandatory Limited NF/no LTC HCBC recips stay in risk HMO; disenrolled from
risk after 30 days NF
WI/P3 | Voluntary full benefits LTC system is risk-based and preh
WU Voluntary 90 days NF disenrolled trom risk after 90 days NF

1. Affecting Medicaid services only.

2. HCBC = Home and Community Based Long Term Care
3. Wl Partnership Program: NF-eligible elderly and disabled adults. All benefi

dinated by the program,

although particular long term care services may be under fee for service.
4. Wl I-Care Program: Disabled Adults
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Characteristics of Medicaid Risk Enroliment
for Elderly and Adults w/ Disabilities as of 1/97

State Enrolled Groups | Vol./Mand. MH Coverage NF Coverage Home Health Coverage
(E.D} Enroliment Scope Scope Scope
AZ E.D M Separate, Full Separate, Full Full
CcA ED. M2 not separate, scope Limited Limited & Full (by
unclear contract)
[oe] E.D V/Me Separate,Ltd Limited Limited
DE D M Limited Limited Full
R E.D ViMe Separate, Limited Fult
Limited
GA D v Fuid Not Covered Full
1A D M Separate, Full Not Covered Not Covered
MD €D v Full Not Covered Full
MA E.D V/IMe Separate, Full Limited Limited
MI E.D ViIM! Full Not Covered Limited
MN/PMAP E M Full Not Covered | Full
MNMSHO E v Covered Limitedd Full
NE ED M Separate Not Covered Full
AV E \' Not Covered Limited Not Covered
NJ E.D v Not Covered Not Covered Not Covered
NY D v Limited Not Covered Fufl
OH D v Limited Not Covered Full
OR E,D M Separate,” Limited Limited Limited
PA E.D A7 1 Separate, Fuil Limited Ful
sC 8 v Limited Limited Not Covered
™ &b— M Separate Not Covered Covered
ur - E.D MV Separate - Limited Covered
VA E,D VIMK Limited Not Covered Full
WA E.D M Separate, Limited Not Coverad Full
wi E.D \ Full . Full Full

E = Elderly D=Disabled
Separate = separate risk contract from general HMO contract

Limited = limited benefit within general HMO contract _
Full = full benefit within general HMO contract

V= voluntary enroliment for these groups M= mandatory enroliment for these groups
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a. some counties

b. mandatory enroliment in MH contract when enrolled in PCCM program
c.mandatory enrollment in MH risk program for enrollt;s of PCCM program.
d.inpatient only

e.mandatory enroliment in risk mental heatth program for PCCM enrollees.
f.enroliment policy varies by area of the state

g. tull long term care benefits other than NF.

h.Separate risk c_omract for PCCM enrollees.

i.Varies by location.

j- depending on location and whether enrolled in PCCM (for mandatory MH risk enrollment).

k.depending on location
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Ms. CHRISTENSEN. Steve.

STATEMENT OF STEPHEN A. SOMERS, PRESIDENT, CENTER
FOR HEALTH CARE STRATEGIES, INC.

Mr. SoMERS. Thank ﬁou, and good morning. I am Stephen
Somers, and for the Hill staffers among you, you have in Jane
Horvath and myself two former Senate staffers who are examples
of what your future might be like—you too may be able to testify
before a panel on managed care at the Senate Special Committee
on Aging. It is a real pleasure to be here.

It is an honor as well to be here with Bill Scanlon and Jane, be-
cause they represent two of the supreme catalogers of what is going
on across the States with respect to Medicaid managed care. I turn
to the GAO and to the National Academy for State Health Policy
constantly for information about where particular States stand, so
I commend to your attention their materials.

It is always a pleasure to be on a panel with officials from Wis-
consin and Maryland. I worked at the Robert Wood Johnson Foun-
dation for many years, and for health care philanthropy, Wisconsin
and Maryland are two States that are constantly seen as light-
houses or beacons, which is to say leaders, in progressive model de-
velopment and innovation. It also means that they get all the grant
money, too, so I expect to be hearing more from Wisconsin and
Maryland in the future.

The Center for Health Care Strategies is a nonprofit organization
runnin%vtwo major programs for the Robert Wood Johnson Founda-
tion (RWJF) and also one for the Annie E. Casey Foundation.

There are two programs for RWJF. One is called the Building
Health Systems Program—actually, Wisconsin has gotten substan-
tial funding under that program from the Foundation—and the
Medicaid Managed Care Program. Both of them are focusing on
how to make health systems work better for people with chronic
health problems.

As you probably know, the Robert Wood Johnson Foundation is
a large health care philanthropy. It spends about $250 million a
year on demonstration projects training, evaluation and research
programs. A lot of them are large multi-site national programs.

The Medicaid Managed Care Program (MMCP) is just one of
them, and 1 am going to focus the remainder of my time upon that
program, which is described in your packet, and for which there is
a Request for Proposals (RFP) attached.

The program is a $21 million national program, the goal of which
is stated in your material, to make managed care work for Medic-
‘aid recipients, especially those with chronic health conditions. I
would very much agree with what Peggy Bartels of Wisconsin said
about Medicaid managed care in particular having the opportunity
to lead the rest of the manaﬁed care marketglace with respect to
serving these populations. This is because the commercia plans
just have not served these populations before, and Medicaid has
the kinds of requirements and attention to quality issues that
should serve as a guide for all other managed care enterprises
serving disabled populations. ‘

The objectives of the MMCP are to build capacity among the pur-
chasers—principally the States and, to some degree increasingly,




251

counties as well—of managed care, and to develop models of man-
afed care for vulnerable populations. As Jane was saying, there are
almost inevitably going to be more models; as States begin to serve
these populations with more and more intensity.

One of the other tools that we have available in the MMCP is
something that we are calling a “readiness assessment.” This
means that we go out to States, and we ask them to tell us what
they think they know how to do with respect to Medicaid managed
care, particularly for special needs populations, and where they
might need help. We have been to States ranging from Kansas to
Massachusetts in terms of their experience with Medicaid managed
care. In some States, that experience level is still very, very little;
there hasn’t been much done. Obviously, in others, such was Wis-
consin, there is a tremendous amount that has been done.
~ In Kentucky, which is about to embark on a major and unique
Medicaid managed care arrangement, we determined together with
us that Medicaid staff really knew very, very little about how to
do quality assurance in managed care. Theyriad nobody who had
ever worked in this area. This is a prime example of a term you
probably hear a lot—the “paradigm shift,”—that is being required
of State Medicaid agencies moving from fee-for-service to managed
care. As a result of our readiness assessments in Kentucky and
other States, we have developed an education module for States to
provide basic training on quality assurance. We intend to make
this available to a number of States individually or in regional
meetings after consulting with HCFA’s Technical Assistance Group
(TAG) on Quality.

. We also support a large number of policy studies. I think Bill and
Jane both mentioned the carve-out issue. That was the subject of
the first publication that we have sent out, done by MedStat. It re-
views the major decision issues that States must consider in decid-
ing whether to carve out populations under Medicaid managed
care.

We are also about to release studies on rate-setting and risk ad-
justment by Rick Kronick and Tony Dreyfus who have worked in
a number of the States that have been mentioned today: e.g. Wis-
consin, Colorado, Massachusetts, etc. There is a big study on en-
rollment by Mary Kenesson which we are going to publish soon. We
have also asked her to do a special supplement on enrolling special
needs populations, because there is a very different need there.
Some States are contracting with consumer organizations rep-
resenting the various special needs populations to assist in the en-
rollment process. This is going on in Oregon; and New Mexico
picked up the concept from a GAO report.

I wanted to mention a few of our model development and dem-
onstration grouts. One interesting one, given some of the points
that Jane was making, is to a county in Washington State, Clark
County, which is north of Portland, to try to integrate all the fund-
ing streams that serve Medicaid populations into a single, inte-
grated model, where you would take various funding streams, men-
tal health, mental retardation, long-term care—plus Medicaid and
create a single capitation for those populations. This is very much
in the field of dreams stage, but it is something that is a very in-
triguing notion to consider.
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I will also just mention that in your packet, there is a page about
our Web site. Several panelists have mentioned the contracting
study that was done by Sara Rosenbaum at George Washington
University. Those of you who have seen this document know that
it is 2,300-pages long. We are offering you the opportunity to give
up carrging it around, because you can get it on the Web site in
searchable fashion much more quickly.

In sum, we are working in about 20 States at this point under
MMCP. In terms of what are we finding out there, I would like to
make just a few summary observations. The purchaser’s capacity
is extraordinarily uneven. You have before you today two States—
Maryland and Wisconsin—that really have a great handle on pur-
chasing issues. There are States that come to mind where they
have just two or three professional staff working on Medicaid man-
aged care. This is too complicated an undertaking for such sparse
staffing, even in a sparsely populated State.

We are working with relatively rural counties in Minnesota that
probably have ten times more st